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ABSTRACT 

Presented are a confereno*) suoaary and 15 papers on 
the present and future service needs of deaf-blind (rubella) children 
ind their parents. The conference suonary contains recommendations 
for future activities; major points of agreement among conference 
members; synopsis of the papers presented; a review of discussion by 
conference participants; suggestions made by regional coordinators 
and other conference observers; and a chart to show hours per week 
per child needed for education, service, or training. Papers 
presented at the conference are grouped according to the following 
major themes: identifying and servicing the deaf-blind, current 
services and plans for expansion, characteristics of the population, 
legal aspects and model programs. Discussed in the papers are such 
topics as fragmentation of present service delivery programs; 
vocational training and research or sensory aids; teacher recruitment 
and training; the potential for development of skills in middle 
trainable, upper trainable, and middle educable deaf-blind children; 
legal precedents related to the developmental model of disability and 
the principle of normalization; and model programs for research, 
administration, evaluation, education, or treatment of the 
handicapped. (LH) 
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The rubella epidemic of 1964*65 increased the number of 
deaf-blind children in the United States to more than 
5.000. By 1980 these children will be adolescents. Their 
individual aiKl social needs will be different and their 
service needs will be changing. 

The conference^ 1980 IS NOW, was an expression of 
our concern about the future needs of these deaf-blind 
children. And the diild is not alone in his needs. He has 
parents whose anxiety is growing. They worry about where 
he can go, what he can do, and who will care for him. They 
wonder what possibilities the future holds for their child as 
a person, and for themselves. As we try to foresee these 
needs and make plans to satisfy them, it is essential that 
these humanistic concerns influence our decisions. In our 
attempt to satisfy their obvious physical requirements, we 
must not forget the equally important needs that each one 
of them has as a persoa 

in order to meet their individual needs, we had hoped 
to present an overview of the needs of the deaf*blind 
population as a whole. The purpose of 1980 IS NOW was to 
serve as a stimulus to prior planning to accommodate the 
maturing individuals within the deaf*blind population. We 
planned to make estimates of the number of people 
requiring service in 1980 and their geographical distribu* 
tioa Not all deaf-blind children will benefit from the same 
services and facilities, so we planned to select and describe a 
numbf of service programs that would serve as national 
models. We also needed to consider the effect of recent 
changes in taws relating to the handicapped and their 
potential effect on the future of the deaf-blind child. By 
exploring these diverse areas, we hoped to establish a 
framework within which we could organize our resources. 



evaluate our priorities^ and determine ''.it facilities and 
personnel were required. 

Without such a framework, lon^. age planning is not 
possible. Without long-range planning, programs become 
ineffective. Services are duplicated or omitted. Needs are 
not anticipated^ so funds are not available. Without long* 
range planning, there is a loss of opportunity for the 
deaf*blind individual. 

In the clarity of hindsight, it appears our goals may 
have been too ambitious. We did not complete all of our 
objectives. In part, this may nave been oecause of the many 
different points of view represented by the participants. Or, 
it may have been that our preoccupations with current 
service needs made it difficult to speculate about tomor- 
row's needs. 

The participants were selected from a broad cross 
section of agencies serving the deaf*biind: educational, 
legal, social, vocational, public, and private. All participants 
prepared papers that were circulated prior to the meeting. 
These papers and a summary of the discussions are the 
foundation of this report. Regional Deaf*Blind Center 
Coordinators participated in the discussion and their 
observations made a substantial contribution. 

The discussions were stimulating and served to 
emphasize the complexity of our task. A beginning was 
made in terms of a few specific recommendations for future 
action, but more importantly, the group was sensitized to 
the need for future planning. 

We hope the conclusions and recommendations com* 
ingfrom the1980 IS NOW conference will create an impetus 
for the long-range planning that is needed to develop 
effective programs and opportunities for every deaf-blind 
person. 
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Preface 



In sea'^ching for a term that would encapsulate the good intentions of the medical, legal, 
research, and teaching professions to improve the quality of life of the rubella children. I 
found th3 word "euthenics** in Webster^s Third New Intemationai Dfctkfnary, Unabridgad 
The definition follows: "... a science that deals with developing human well-being and 
efficient functioning through improvement of environmental conditions." 

It is doubtful that "euthenics" will catch on. associated as it is with its neighbors, 
eugenics and euthanasia. t)oth of which have in the past aroused religious and/or racial fears. 
Moreover, euthenics is a very broad term that covers the physically handicapped, the 
emotionally disturbed, and the retarded, as welt as the victims of social and economic 
privation. Having mentioned all these groups, however, perhaps we should examine their 
plight to determine what it is they share. Their common affliction, one may say. is not their 
physical status, or emotional status^ or anything about their individual attributes. It is that 
they exist within a society that is itself at timet and in places handicapped, disturbed, 
retarded. Oi deprived. It would be more generous, and morp optimistic, to say that we are an 
immature society that has only begun to affirm its obligation to all its citizens in a regulated 
and organized manner. 

I am sure it is the hope of all who attend this conference that one of its major 
outcomes will be the recruitment and organization of agencies, individuals, and institutions 
to provide the necessary distribution of physical, and human resources needed to surround 
the rubella children with the best world possible. In some small measure the regard of our 
society* for itself may thus be elevated. 

C. E. Sherrick 
Princeton. New Jersey 
July 24. 1974 
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Summary of the Conference 



Final Recommendatiuns of the Conference 



The signtficance of any conference rests upon its ability and 
willingness to specify directions for future activities on the 
part of its sponsors and participants. Five such major 
recommendations cleaily emerged from the papers and dis- 
cussions nf the present conference: 

1. The planning efforts of all agencies of the federal, 
state and local governments, as they relate to the 
problems of services to the deaf blind, must (>e con^ 
certed to avoid duplication and inefficiency, and 
must be initiated within a very short time if realistic 
goals for this maturing population are to be met by 
1980. 

2. The more accurate riefinifons of the terms "deaf- 
blind" or "rubella child" among others, await the 
compilation end processing of data on numbers of 
such multihandicapped individuals as well as on evalu- 
ative procedures and diagnostic results. The informa- 
tion forthcoming from the study by the Management 
Analysis Center may provide better perspectives on 
current procedures for the acquisition and analysis of 
such data. In light of this information any necessary 
revisions or improvements of data*gathering practices 
are strongly urged. 

3. The stress laid by various authorities on the need for 
a continuum of services from childhood through 
adolescence and adulthood is reinforced by the 
present conference^ In repeating this call for uninter» 
rupted support of development of the handicapped 
person, the importance of close inter agency coopera- 
tion, e.g.. between the Bureau of Education for the 
Handicapped and Social and Rehabilitation Services, 
cannot be overemphasized. 



4. Whereas there are on record a numtier of cifrrent and 
projected programs for training personnel involved in 
services to the handicapped, it is not clear that the 
distribution of skills and levels of competence match 
the requirements of the groups to bj serviced. 
Accordingly, it is recommended that a working con- 
ference with a specific agenda and papers be con- 
vened as soon as possible to identify and formulate 
those a^eas of competence needed for dealing with 
the handicapped population of 1980. ranging from 
para-professional personnel through highly trained 
specialists. 

5. Efforts should be made to fund the development of a 
spectrum of model living and worki ig styles for the 
deaf blind, ranging from sheltered satellite home 
arrangements with sheltered employment sites, to 
foster homes in normal communities. The impact of 
the model programs on the surrounding communities 
should be gauged if possible. A major pait of these 
projects must be the careful evaluation of the social, 
intellectual, and vocationa* progress and achievement 
of the individual, as well as the evaluation and 
documentation of the program as a whole. 

These should not be taken as the cole and unanimous 
set of opinions to emerge from the ccnference. In each 
paper are clear and definite arguments fo particular courses 
of action, along with, ^n some cases, results achieved by 
action already initiated. 

Whatever the source, each recomme.ulation shares the 
attribute of urgency. Reasoned and responsible action by 
both sponsors and participants is needed soon if significant 
and beneficial changes are to take place in the world of the 
deaf-blind child. 
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Summary of the Conference 



Synopsis 

What follows is a condensation of the major features of the 
conference, including papers presented, the discussions that 
ensued among the participants and the reactions of 
observers. 

There were seven major points of agreement among 
members of the conference, and these may serve to charac- 
terise it in brief: 



1. The purpose of the 1980 !S NOW conference was to 
bring together individuals who are presently involved 
as professional personnel in programs for direct ^id to 
the handicapped^ or who are in administrative roles 
relating to such aid, from various governmental and 
private organizations. The major problem of the 
conference was to determine what must be done to 
arrange for \he delivery of adequate service to the 
large number of handicapped cnildren produced by 
the rubella epidemic of 1964*65, who in 1980 will be 
approaching adulthood. Present facilities for the 
group, estimated to number 5,000 or more country- 
wide, seem to be wholly inadequate to meet its needs 
for therapy, education, counseling and training. In 
only Six years, nevertheless, the group will have 
attained near maturity. Unless careful plarts are laid 
to expand, coordinate and reiine oresent programs 
for the seriously handicapped children and adults of 
this country, the consequences may be medically, 
legally, and socially disastrous. 

2. Time is of the essence in the actualization of what- 
ever plans emerge from the various organizations 
concerned with programs for improving the wellbeing 
of the handicapped. The very title of the conference 
is intended to convey the urgency of the problem and 
its solutions. 

ERLC 



3. Vastly improved communication and coordination 
among the organizations and agencies at the federal^ 
state and local government levels, as well as in the 
private sector, are required to improve the efficiency 
and equitable dtstributio.i of diagnostic, evaluative, 
therapeutic, educational, and social services to the 
rubella victims, and to other multihandtcapped child* 
ren and adults. 

4. Present estimates of the number of multiharnjicapped 
children may very likely be revised upward, as 
expanded and better-integrated programs in detection 
and treatment are developed. 

5. The expansion of institutional facilities, at least in 
their traditional sense, is not a just solution to the 
problems resulting from the appearance of a group of 
multihandicapped children such as was produced by 
the rubella epidemic. Indeed, in the long run, the best 
interests of society, from any standpoint, are not 
served by traditional institutionalized facilities for 
such individuals. Among alternative models for 
environmental care are the "satellite homes'' model 
and its variants. 

6. in connection with (5) above, it is likely that public 
school systems may, in some regions^ be required to 
provide more special facilities and personnel than 
they do now, without regard for the degree of 
handicap or the costs involved. 

7. High on the list of priorities for action is the problem 
of tapping available human resources for professional 
positions in all phases of the program for the multi* 
handicapped, including research, diagnosis and evalua- 
tion therapy, education, vocational rehaSilitation, 
and social service. The expansion of personnel train- 
ing programs for new trainees, and for occupational 
conversion of persons previously trained in related 
fields* is a primary and pressing need for the success 
of the programs discussed in the conference. 



Summary of the Papers 



Each of Th<> papers circulated prior to the conference or 
presented during the sessions stands as a unique contribu- 
tion. Nonetheless, it is possible for purposes of the sum- 
mary to arrange them according to five major themes. It 
should be understood that in so doing there may be some 
distortion of one or more of the papers. Nothing can 
replace reading the original text, of course. 

Under some of the themes presented below will be 
found only one paper, whereas in others the same paper 
-.vill be cited more than once. This results, again, from the 
individual character of the papers and the multiple author- 
ship. The editor apologizes to those authors whose view- 
points may have been distorted, or overlooked, in the 
process of condensing the information they presented. 
Wherever dou*>i or confusion may arise, the reader is again 
urged to consi 4 ;he original paper for clarification. 

Icleiilifyiii^aiid Serviriiig the DeaMtliiid 

Papers dealing with the n^oblems of identifying and ser- 
dicing the chaf-btind population as it is presently estimated: 
Three par>ers make up this category: Brewer and Kakalik, 
Dantona, jnd Nash (Silent Children). These authors set the 
stage for discussion of the magnitude of the probieni facing 
professionals in the field of service to the handicap red. 

Brewer and Kakalik conclude, on the basis of a 
statistical survey of service recipients and of responses from 
service agencies, that present service delivery programs are 
seriously fragmented among several organizations, and 
integration of effort is badly needed for existing as well as 
for proposed programs. 

Dantona provides a picture of the present and pro* 
jected service delivery from the standpoint of the Regional 
Centers for the Deaf-Blmd, presenting a brief demographic 
analysis of the current placement system, and an analysis 
by age level of present and anticipated deaf-blind cases. 

Nash's paper is interpretative and projective in his 
statements concerning the quality of service available to the 
handicapped He suggests several sources of present and 



expected difficulties in programs for diagnosis, treatment, 
and education of the multihandicapped. 

Cjirrent Services and Warn for Expansion 

Papers dealing with currently available services, special 
facilities, and plans for expansion, including research and 
teaching or personn^ training programs: Under this rubric 
may be placed six papers: Dantona, Herman, MacFarland, 
Nash (The Georgia Program for the Deaf-Blind}, SaSmon 
and Spar, and Taylor. 

Dantona describ the several current activities of the 
Regional Centers for the Deaf-Blind, and places dollar 
amounts on funding for three fiscal years. A broad range of 
activities for the present and coming fiscal years is listed, 
from direct educational programs to parental counseling 
services. 

Herman describes the position of the Bureau of 
Education for the Handicapped as at a decision point. He 
expects that input from conferences like the present one, 
and from studies by Management Analysis Center (MAC), 
will in the next few months permit reaching intelligent 
decisions concerning the expansion of funding of programs 
for the deaf-blind, and commitment of resources to them, 
providing a continuum of services from birth to maturity. 
Implicit in this author's suggestion of the possibility of new 
or greater commitments to programs is the admonition that 
success hinges on the well-reasoned analysis of needs and 
design of programs for service. 

MacFarland presents a brief history of the establish- 
ment of the National Center for Deaf-Blind Youths and 
Adults, characterizing its present contribution to rehabilita- 
tion as threefold: 

1. vocational training of deaf-blind of 18 years or older, 

2. training of service personnel from other organiza- 
tions, and 

3. research on sensory aids and training devices or 
methods for use by the deaf-blind. 



The hope is stated that the close cootdination and Integra* 
tion of the National Center with Rehabilitation Service 
Centers in all parts of the country will make possible the 
best available service to clients in or near their home 
communities. 

Nash (The Georgia Program for the Deaf Blind f in his 
second paper provides a description of current services in 
the state of Georgia for the multihandicapped child and 
detai'^ the development of the program from its beginning 
in 1969 to the presen\ especially the coordination of 
activities among existing state institutions and agencies 
along with the expansion or initiation of services of other 
agencies. 

Salmon and Spar present a detailed account of ser- 
vices offered by the National Center for Deaf* Blind Youths 
and Adults, as well as adducing data on the number of 
deaf^blind persons trained and placed successfully by it. In 
discussing the present and projected role of the National 
Center in the expansion of services to the deaf-blind, two 
notes of caution are sounded: 

1. the definition of deaf-blindne&s must be thoughtfully 
made, and identifications of clients performed care* 
fully, and 

2. the associated problem of population estimation 
through statistical surveys must be conservatively 
gauged, to avoid panicky administrative actions. 

The lessons learned by the National Center should prove to 
some extent to be transWable to the present problems of 
rubella children. 

Taylor deals with the recruitment and training of 
teachers for work in special education programs for the 
deaf-b!ind in public school, institutional, or private settings. 
Current status of the college training programs is described, 
and the need for conversion of teachers in other areas to 
work with the multihandicapped is underscored. Although 
new programs will not be so difficult to begin since the 
BEH hat learned from those already under way, the 
direction of effort and skills required for training maturing 
youth demands some changes of strategy in program design. 

Chararterif«tir<« €»f the Population 

Papers (baling with the character of the p^ulation of 
rubella children, and the problems expected in attempting 
to improve the quality of their lives: Smith's is the sole 
paper of this group. The author divides the population into 
three levels, and assigns estimates of their share to the total: 

1. Middle trainable and below, 80 to 75 percent, are 
those whose best prognosis is to achieve levels of 
personal care and physical control, with a minimum 
capability for social interaction. Many will not 
achieve these levels. 

2. Upper trainable through lower educable, 15 to 25 
percent, a^^ those who can achieve personal inde- 
pendence, and. with training, acquire useful voca- 
tional skills, or some academic education, to lead 
semi-independent lives. 

3. Middle educable and above, 5 to 10 percent, are those 
deaf-blind who may not even be rubella children, and 
who, though sensorily afflicted, can ^ trained and 
educated to very high levels of proficiency, sufficient 



to lead independent lives in unsheltered employment 
and living conditions. 

There is throughout the paper stress on the conviction that 
a child thought to be in the lowest category may surprise 
the prognosticator and rise to a high level of performance. 

A discussion of appropriate facilities for the various 
levels is presented, recommending cottage-styie small-group 
accommodations for the institutionalized child at the lower 
levels, and a sinr)ilar but mc:*' open arrangement for middle 
level children, including foster homes. For the educable, 
foster home programs would be desirable to bring the able 
child into contact with the undistorted world. 

Smith states the "handicapped society" principle, 
which emi^asizes the need to re-educate the public con- 
cerning the rights to education and training of the special 
minority group of handicapped persons of all ages. 

Iipgal Aspectf^ 

Papers deling with the legal a^>ects of the definition, 
diagnosis, ev^uation, treatment, education, and rehabilita- 
tion or support of the handiapped: Laski states the legal 
philosophy regarding the treatment of the handicapped by 
society. This author cites several cases in law that effective- 
ly establish precedents for the probable judgments for the 
handicapped, if suits are entered. Educational, medical and 
legal aid for mentally retarded children have been gained by 
suit, and similar outcomes may be predicted for suits on 
behalf of multihandicapped children. 

Two major socio-legal premises are stated: 

1. The Developmental Model of Disability, which views 
any individual as ultimately the product of inter- 
actions between his person and his environment, 
stressing equally the character of the environment 
and that of the person. 

2. The Principle of Normalization requires simply that 
the life-style of the handicapped individual be as 
much like that of the normal as possible. 

UrMJer these premises, the law may hold professionals who 
deal with the handicapped responsible for any deviation 
from optimal and prompt application of service to the 
child. 

Model Programs 

Papers that ttoscribe model programs for research, admin- 
tration, evaluation, education, or treatment of tite handi* 
capped: Five papers are comprised by this topic, which was 
to become an important part of the discussion. H&mmer, 
Martin and Herman, and Nash (Georgia Program) present 
models for service delivery. Loweil proposes a model for 
research strategies, and Rieger details a model therapeutic 
program currently under test. 

Hammer, in an analysis of the administrative prob- 
lems and priorities Involved in program planning for 
expanded and innovative services for rubella children, asks 
specific questions concerning the roles of federal, state, and 
local governments, the needs for modifying programs 
according to age requirements, the sources of funding, its 
probable duration, and the role of research in developing 
programs. The author offers a pictorial model to suggest the 



administrative relationship of the BEH, regional centers, 
state agencies, and a proposed Case Manager, i.e., an 
individual or group who guides, advocates, and evaluates 
the progress of clients through the various services available 
to them. 

Lowell outlines the problems of effective research in 
educational or clinical settings, and delineates two major 
shortcomings in much of the previous research. One is the 
lack of clear-cut and objective evaluation of the effects of 
experimental treatment and the second is the ineffective- 
ness of dissemination of the research to appropriate and 
interested readers. To eliminate faults, the author recom- 
mends division of the service, evaluation and documenta* 
tion functions among three distinct teams. To coordinate 
the functions for proper and efficient action, a project 
monitor separately appointed (perhaps from another, in- 
dependent organization) could oversee the entire program. 

The policy paper by Martin and Herman poses the 
current problem of multihandicapped children, especially 
the poor. In brief: current sen^ice activities are not available 
to all handicapped children on an equal basis, owing to 
geographic distribution and disparate levels of program 
development among states or local school districts. The 
authors outline activities needing the mo^ upport. and 
propose seven possible steps to the solution of problems, 
within the federal responsibilities, including establishment 
of minimal conditions to which states subscribe to receive 
federal support, development of diagnostic teams for early 
identification of clients, revision of college curricula for 



teacher training to improve the average teacher's under* 
standing of needs of the handicapped, subsidization of 
retraining of teachers for the handicapped, and cooperation 
with state employment agencies to develop better voce* 
tional programs that result in meaningful employment for 
the multihandicapped individual. 

Nash's paper on the Georgia Program for the Deaf- 
Blind describes eight objectives for the future of the state 
program. These are intended to increase the capacities of 
the program for identification, diagnosis, evaluation, and 
education of the deaf^blind. and extend age limits up to 16 
years for clients. This portion of the paper provides a 
possible model for action by states and the federal govern* 
ment. 

Rieger emphasizes the inadiH^uacy of institutional 
environments for providing the kir d of parental and peer 
figures that the growing child need: to mature emotionally 
and socially. The author's solution for disturbed children, 
was the development of "satellite homes'*, domiciles with 
parent figures as hotjseholders. standing in the psycholo- 
gical penumbra of the institution. Here the child, together 
with similar children, is fostered by trained parents, sees 
normal peers as neighbors, and learns to accept a more 
civilized and healthier social reality. The foster parents are 
paid for the work, and receive psychiatric guidance and 
training by the hospital or institutional staff. College credit 
for work in child care is given under special arrangement 
with nearby universities. Currently, evaluations of the 
effectiveness of the program are proceeding under a grant 
from the National Institute of Mental Health. 
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Sumniary of the Discussion by Participants 



llie Population: l)efitiitioii and Sixe 

The problems of the definition of deaf-Mindness, and of 
estimates of the number of deaf-blind children in the 
population of the United States: Herman presented the 
paper (summarUed in the preceding section) on the present 
position of the Bureau of Education for the Handicapped 
(BEH) and its expectations for the future. In several asides 
to the paper, he commented on current legislation in the 
area, and predicted increased support at the federal levels 
along with close scrutiny of present and projected programs 
and plans for innovations and expansion in the area of 
services to the multihandicapped. 

The ensuing discussion was concerned principally 
with the actual number of deaf*blind children in the U.S.» 
both presently and to be expected in 1980. (It should be 
noted that discussants seldom restricted their remarks to 
rubella children, but tended to include all deaf-blind child* 
ren, at least by implication, in their exchanges. Smith later 
noted that the term "rubella-plus" might better be applied 
to the group, implying that it is difficult to decide pre* 
cisely, in the deaf-blind population, what the etiology of 
the affliction may have been.) The principal point that was 
made was concerned with the variance of the current 
estimate, i.e., the range of variation around a given figure. 
Thus, Brewer pointed out that a figure of 5,400 children 
(given in his and Kakalik's paper) might be in error by 30 
percent, i.e., the figure could be as small as 4,500, or as 
large as 7,000, for the age range 0 to 21 years. Brewer 
further suggested that the population of the 0 to 3 year age 
range is probably underestimated at present. 

Spar stressed the fact that a population cannot be 
estimated until its defining characteristics are clearly under- 
stood. Hp suggested that it would be dangerous to over- 
estimate numbers, because the less severely handicapped 
thus included would probably "squeeze out" the seriously 
afflicted. This is based on his experience that the more 
readily trained are always more acceptable in available 
programs, a point emphasized by Nash in his first paper. 
Several voices were raised in dissent of Spar's view, how* 



ever. The major argument against narrowing and technically 
defining deaf-blindness was that for purposes of discussing 
strategies for program planning, as in the present con* 
ference, a loose and readily available dei..iition and a 
correspondingly rough estimate of numbers is required. 
When the time comes to design the tactics of various 
programs, the need for stricter definitions and more exact 
figures will make itself felt. It was further argued that 
uverestimation would be the less costly error, since a 
surplus of services could be channeled to other handicapped 
groups. 



The Potential: Predirtion and Development 

The problems of predicting and developing the potential of 
the deaf^blind rubella population for achievement of mean* 
ingful living styles: The discussion was initiated by Smith, 
whose paper had outlined three nominal levels of expected 
performance of the handicapped population. A second, 
four*level classification system developed by MAC was 
suggested, viz., 

1. a lowest-level group requiring lifetime sheltered care, 

2. a group that may be trained to achieve sheltered 
employment and live in sheltered environments, 

3. a group that enjoys sheltered employment and semi* 
independent living conditions, and 

4. a group achieving semi*independent employment as 
well as semi-independent living conditions. 

This system was accepted by the group, but some caution- 
ary remarks were made concerning the recognition that 
predictions of performance are never precise, and the 
possibility of unforeseen gains by handicapped children is 
always present; service personnel should, therefore, not 
take the predictions as final. Smith pointed out that 
prognosis is necessarily based on response to treatment, i.e., 
good achievement at elemental tasks may be the best 
predictor of achievement in more complex tasks. Lr yell 
reinforced the general feeling that categorization of poten* 
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tial must never be allowed to 'lock in" an individual to an 
inescapable ''ultimate level" of performance. 

With respect to the last point, Herman warned that 
predictions must not be too rigid because such categories 
may be written into legislation, with the result that certain 
benefits from which a youth may profit can be denied him. 
An example is that of legislation on vocaiional training and 
job qualifications, in which rigid legal classitications may 
eliminate handicapped persons from training o*- employ • 
ment. 

The figures provided by Smith in his paper concern- 
ing the proportions of children in various categories of 
expected performance, i.e., 60 to 75 percent in the lowest 
levels, 15 to 25 percent in the middle level, and 5 to 10 
percent in the hi^est level, were not seriously challenged, 
by the Management Analysis Center may be expected to 
provide more exact estimates in the near future. Brewer 
sugc^sted that the regional centers may have such data 
available. Hammer pointed out the similarity of the classifi- 
cation scheme, and of presently known proportions, to that 
of the American Association for Mental Deficiency for 
categorization of mentally retarded children. It may further 
tie noted that the scheme outlines the ontogeny of the 
normal individual as well. 



h-QgraniM: Now atid Needed 

The question of yyhet programs are presBntiy available, 
currently planned, or in rteed of planning, to deliver 
required services, or to provide physical facilities md 
human resources for delivery of servkes to the ifcaf-blind 
rubella children: Much of the opening discussion of this, 
the major conference topic, focused on the problem raised 
in the preceding discussion by Herman, viz., that of pro* 
viding a continuum of sen^ices from childhood to adult- 
hood, particularly of dovetailing vocational programs with 
academic programs in the critical period 12 to 18 years, and 
perhaps beyond. The insistence of several discussants on the 
need for such programs implied that present coordination 
among responsible agencies is inadequate, at least in respect 
to the proper blending of education and training efforts for 
the growing handicapped child. 

As one approach to the problem of integration of 
efforts, Lowell proposed for consideration the idea of a 
central community serving the deaf-blind. This would be 
not a traditional, centralized institution, but rather a small 
community or collocation of services that would function 
to provide residential facilities, skilled homemakers, coun- 
selors, teachers in academic and practical arts, and medical 
and rc3eaich facilities, providing care and services on a 
permanent or temporary basis depending on the individual's 
needs and capabilities. Response to the proposal was varied: 
Smith pointed to the advantages of grouping clients to 
reduce the current fragmentation of services and limited 
numbers of personnel among the regions now existing, and 
Lowell noted the economic advantages of communal 
arrangements. Herman replied that economics should not 
outweigh human values in program decisions. MacFarla.id 
and Hammer felt that any form of institutionalization is 
obsolete, if not dehumanizing. 

Rieger outlined the program he is currently directing 
under a grant from the National Institute of Mental Health. 



The essence of the "satellite home'* concept has been 
abstracted in the section on the precirculated papers 
(p. 7) . Reception of the general method, especially the 
emphasis on emotional support for the maturing child as 
well as for his parenting figure, was enthusiastic. This led to 
a digression into the details of what some described as the 
"structure" of programs, which, as Herman insisted, should 
be the subject of later conferer>ces. The present one, he felt, 
should give broad outline to the general types of programs 
required, and not be specific about details of each. None- 
theless, one aspect of Rieger's presentation was emphasized 
in order to provide a guideline for program planning, viz., 
the four elements required for adequate psychological 
development of the exceptional child. These are: 

1 . proper physical environment, 

2. a proper human environment, i.e., parenting figures 
trained to deal with the child's needs, 

3. the emotional support system in the form of expert 
guidance and counseling for the parenting figures and 
the child, and 

4. appropriate education, training, and social services to 
normalize the child'' development* 

It was felt that these elements applied to handicapped as 
well as to disturbed children (cf. Part II of Rieger's paper, 
p. 97). 

Lowell reminded the conference that the lowest- 
performing level in the deaf-blind rubella group may 
amount to 3,500 children, and the problem of finding 
surrogate parent figures with needed skills would loom very 
large. Taylor and Rieger agreed that the children-to-surro- 
gate ration could be greater than one to one, but no specific 
ratio value was given. Laski suggested that it might be 
necessary to provide for each child a transcendent surrogate 
who would, throughout the child's life, act as both advo- 
cate and emotional resource in the interest of the child's 
right to normalization. 

At Lowell's request, Taylor presented her paper to 
the group (summarized in the preceding section, p. 6) on 
current and projected programs for training and education 
of teachers of the handicapped, or of college educators in 
special education, as well as of para-professional personnel 
for special services to the handicapped, such as house 
parents. The programs outlined are coordinated with those 
in Social and Rehabilitation Services (SRS), according to 
Taylor. She made the additional point that consideration is 
curiently given to retraining of teachers in certain crowded 
areas of special education to convert them to other areas 
where teacher demand is higher. With regard to funding of 
college training programs, Taylor indicated that sc-called 
"block" funding was likely to eliminate training programs 
for problem areas in which a small number of handicapped 
persons are found. "Special Projects" funding procedures 
would solve such problems as that, if colleges will co- 
operate. 

Lowell suggested that model or demonstration pro- 
grams, based on systems like that described by Rieger, 
might be started forthwith, to test the validity of the 
concepts in the area of the deaf-blind rubella child, as 
compared to the emotionally disturbed children with whom 
Rieger deals. (At this point, a movie detailing the social 
interactions among disturbed children and parenting figures 
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in Rieger's research program was shown to the conference, 
ending the first day's session.) 

Lowell began the second day of discussion with a 
restatement of the intent of the conference to estimate the 
requirements of planning for 1980 to meet the needs of the 
maturing deaf-blind rubella population. Whereas the 
previous day's discussion centered around the largest pro^ 
portion of the children, i.e., those at the lowest expected 
performance level, the present discussion turned to the 
highest-level group, that is. the 5 to 10 percent, or approxi* 
mately 500 children who could be expected to lead nearly 
independent lives in their communities. To the question, 
"Would present facilities be adequate for this group?'' there 
were mixed answers. MacFarland and Spar thought their 
organizations could accept many if not most of the youths 
in this class, but other discussants, stressing the unique 
problems of rubella children, were dubious. It was sug- 
gested that new, specially*trained teachers would be needed 
if such ongoing programs were to be modified appra 
pr lately. 

Nash expressed the view that the appropriate place 
for education of the handicapped, at least those at the 
highest level, is the public school system. Smith entered the 
mild objection that vocational training would probably not 
be easily undertaken in that setting, but Laski demurred, 
citing the fact that the courts have never distinguished the 
terms "education" and "training'' in this context. Further- 
more, the public schools will be held accountable for at 
least overseeing the education of such children, if not for 
providing teachers and facilities from local funds. Laski 
further stated that neither the degree of the handicap nor 
the cost of education had ever been accepted by the courts 
as valid reasons for not educating a child. Other participants 
cited specific cases in law that appeared to validate Laski's 
claims* 

The question of the present avai.ability of teachers in 
special education, and of projected expansions of human 
resources in this area, was raised by Lowell. When Hammer 
cited the role of the case manager (see his paper, p. 84) in 
guiding the training of service personnel. Brewer was asked 
to compare the case manager function with the "direction 
center" program advocated by Rand. 

The Direction Center, as Brewer was careful to note, 
is an agency that contacts the family of the handicapped 
child as early in the service process as possible, in order to 
sort out the varieties of cases according to apparent needs, 
and send them to the appropriate treatment or training 
agencies. Other than this service, and that of maintaining 
records of individuals served, the Direction Center would 
do nothing more. Brewer declared that saddling such 
centers with other service functions would lead to the kind 
of fragmentation of services from which present agencies 
are suffering. Moreover, when the service is restricted to 
information^giving and record^keeping, the technical level 
o^ staff need not be high. Costs of such a center should 
be about Si 00.00 per child per year. Brewer estimated. 
Rieger noted that he had included in his treatment pro* 
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grams a similar service, with some success, and would aid in 
further consideration of such an agency. 

Returning to the question of numbers of teachers 
presently available or now in training for the deaf*blind 
rubella group, Taylor reported that the current program 
started slowly but would provide, as it has this year, as 
many as 85 teachers per year. The question of numbers, as 
Brewer pointed out, may not be so important as the 
distribution of teachers among primary, secondary, or 
vocational training specialties. Other sources, such as the 
conversion of regular trained teachers to special education, 
were discussed. The provision of greater emotional support, 
e.g., in the form of administrative counseling for such 
teachers, was suggested to reduce the high attrition rate 
that resulted from the emotional stress of working with 
severely handicapped children. 

One of the m^or problem areas considered by the 
participants, for which no present prov^am seems to pro* 
vide a satisfactory solution, is that of providing care for the 
approximately 3,500 children in the lower levels of per- 
f ormance. It was not possible to draw up specifications for 
the type of person required for the job. but the task 
requirements appeared to be those of special child care, 
ability to communicate with the deaf-blind, homemaking, 
and ability to teach the fundamentals of personal care. 

Coupled with these would be some ability to dbserve 
and report progress in learning to supervisory personnel and 
great warmth and compassion for the child, however 
affi«ct3d. In short, a kind of ideal parent surrogate would be 
desirable to care for three or more of the handicapped 
children who are currently* as several participants put it, 
"on the back warCk of institutions across the country/' 
Such persons would^ot necessarily be licensed teachers or 
para^medical specialists, but they should certainly have 
some training in both specialties beyond the high school 
level. In this area, Rieger's program has made significant 
contributiorts. 

Lowell offered the suggestion that the total number 
of individuals required to work with the 3,500 lowest-level 
children should be 700 to 800. Smith responded with an 
amendment, to the effect that three or four types of 
trained individuals would be needed, e.g., group home 
managers, foster parents, or parental counselors. The 
question of the source of such personnel, and the degree of 
training they might require (i.e., whether B.A. level, MA. 
level, or A. A. level) was not answered. 

A final point of discussion of the session was made by 
Laski at Lowell's request. Concerning the very severely 
handicapped person who may not show educability of an 
elementary sort, Laski declared that, whereas current prac- 
ticcs rely on educational rights, not medical entitlements, 
federal legislation appeared to be tending toward partial or 
full support of such persons in educational, medical, and 
welfare (income) benefits through childhood and adult* 
hood. In other words, society would be asked to provide 
whatever support the handicapped person or his family 
could not assume, in order that he live as normal a life as 
possible. 



Reply by the Regional Coordinators and Other Expert Observers 



Lowell invited the nine Regional Coordinators, along with 
three other experts attending the converence as observers, 
to respond to the papers and discussion with criticisms, 
questions, or suggestions. In the ensuing period, a number 
of important points were raised, some commonly voiced 
among the observers, others made individually. 

Of the commonly repeated points, the following 
appeared to be salient: 

1. The need for better evaluative studies of the deaf- 
blind rubella populations in the regions remains, and 
grows more urgent. 

2. The probability is that the figure of 5,000 children 
given presently is too low, perhaps half as large as 
may eventually appear. 

3. Teacher training programs are strongly supported by 
the coordinators; however, placement of teachers in 
certain of the regions is difficult. Some areas cannot 
attract current graduates, whereas others may be 
embarrassed with them. 

4. Of constant concern is the question of the source of 
funds and their probability of continuing, given that 
program expansions are begun. The likelihood of 
attracting and retaining good candidates for service 
positions is powerfully controlled by the stability of 
programs from year to year. 

Several experts raised important points not covered 
by others. Among these were the following: 

1. It is well to speak of interaction among the various 
governmental agencies at federal, state and local 
levels, but a specific set of guidelines for such activi- 



ties needs to be drawn. Currently there are flagrant 
cases of non-cooperation on record. 

2. Parental advocacy of cases of deaf-blind or other 
multihandicapped children is an ongoing and growing 
phenomenon in the m*dwestern region. The pressure 
for affirmative action programs is mounting. 

3. The deaf-blind rubella children should probably not 
be consolidated with the other multihandicapped 
children. The distinctive problems of the former 
should be handled separately by service and teaching 
agencies. 

4. A carefully-wrought public relations campaign for 
local public schools should be mounted to persuade 
them to upgrade their present treatment and future 
commitment to the handicapped children. 

5. Responsibility for the design of programs discussed in 
the conference should be divided among committees 
of experts, e.g., to set up plans for teacher training, 
describe models of service delivery, and propose 
modifications of curriculum development to accom- 
modate the maturing handicapped population. 

6. The present conference should devote the remainder 
of its time to outlining estimates of the needs of the 
rubella group in various categories of life activities. 
Until the needed services are stated along with quanti- 
tative estimates of the time required for them, recom- 
mendations on the numbers and types of service 
personnel would be idle. 

7. Closer ties between childhood and adult programs are 
needed to promote smoother transitions of service as 
the individual matures. 



The Construction of a Table of th? Distribution of Time for Various 
Services and Programs for the Deaf-Blind Rubella Children 



The general and specific points raised by the Regional 
Coordinators and others were accepted by the conference 
participants as generally valid. Lowell felt that one sug- 
gestion deserved immediate action, viz., that of estimating 
the needs of the rubella group for specific programs and 
services. Accordingly, the remainder of the day was devoted 
to the construction of a time distribution uhart, to show 
the number of hours per week per child that would be 
needed for the delivery of various kMids of education, 
service, or training. The rubella group was broken down by 
age and expected performance level *o improve orecision of 
the estimates. 

The Reyional Coordinator^ were asked to take the 
table thus constructed and entp. in each cell the number of 
hours per week per child that ihey judged would be needed 
for effective program delivery in 1980. Preliminary esti* 
mates on this basis were handed to Or. Lowell on the 
following morning of the conference, but some experts 
expressed dissatisfaction with the definitions of the pro* 
grams, and with their co>7ipetence to make estimates. 
Accordingly, Lowel! suggested that new tables and accom^ 
panying definitions could be sent to each administrator, 
with the expectation that satisfactory estimates would be 
returned to him with all speed, for inclusion in the present 
report. 

Table I shows the results of the second set of 
estimates. The Management Analysis Center categories of 
expected performance level are those described in Section 
ill (p. 9) of the present summary. The services of 
programs shown are described as follows: 



Communication 

A structured Service program which is designed to create or 
improve the capacity of a child to receive information in 
some form of symbolic structure (such as gesture or oral 
expressive communication) and/or to create or improve the 
capacity of a child to respond to such stimuli in a manner 
understood by others. 



Sociat/Bconomic 

A structured service program designed to provide a child 
with the basic skills required to meet all activities involved 
in daily living at the identified level of potential (such as 
toileting or counting money). 

P^ycholt>gicat/Sociat 

A structured service program whose objective is to enable a 
child to live both affectively and effectively in his (her) 
community and/or environment, and to develop the capa* 
city of a child to shape the degree of participation <n his 
(her) environment (such as peer group intervention sessions, 
deaf-blind/normai children group dynamics or community 
resident counseling/intervention). 

Psychological /Sexual 

A structured service program designed to develop the body 
image and awareness of a child and his (her) physical 
adequacies and inadequacies in relation to peers, to 
members of the opposite sex and to both adult and child 
members of the general population (such as basic hygiene 
instruction or pr£-msrital genetic counseling). 

Pre- Vocational/Vocationa! 

A structured service program which is designed to develop 
specific identified skills of a child in such a manner that 
they can be matched to some specific form of employment 
which is both satisfying to the child and productive in a 
work environment. 

Other 

Programs suggested by respondents were: Recreation, 
Physical Therapy, Occupational Therapy, Experiential Play, 
Cognitive Skills, Sensory-Motor Integration and Develop* 
ment. Adaptive Physical Education, Gross and Fine Motor 
Skills, and Structured Stimulation. 

The entries in the table (see Table I, p. 17) are 
median values for eight respondents, of whom seven were 
administrators and one was a teacher of the deaf-blind. The 
median is the value above and below which 50 percent of 
the values lie, and represents a good measure of the 
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expectrd oi most probable value for a small sample. The 
values below each median, m parentheses, are the semi 
interquartile langes for each median. This measure of 
disp^-isicn siMves to qauqe how well tho )iidqes aqree in their 
estimates of times tor the -jntnes. If tlv lange is sinall. 
agreement is good: if large, agreement is poor. 

Respondents were asked to make their estimates on 
the basis of a 40-hour week, and their individual totals were 
indeed 40 hours for each category and age group. In taking 
medians, however, deviations from 40 hours were pro- 
duced, but no very significant differences resulted, except 
in Group A of the third category. 

The table tells us that the judges expect that one- 
third of the time (12 hours) of the youngest children 
(Group A) in the lowest-level category will be devoted to 
communication skills, whereas only about three percent of 
their Ume (1 hour) will be consumed by pre-vocational or 
vocational training. Depending on the numtier of children 
in this group, one may then estimate the number of 
teachers or training specialists to be recruited for these 
services. If one takes Brewer and Kakalik's figures for all 
deaf-blind children from 0 to 11 years (see their paper. 
Table 2), a figure of 1.300 children results. Taking Smith's 
estimate of proportion of children in various levels of 
performance, and assuming that 50 percent of the age 
group will be found at the lowest level, the number of 
children to be serviced in the foregoing example will be 
650. Given that one specialist can treat five such children, 



the number of specialists required would be 130, if each 
specialist spent 40 hours per week with them. Because the 
communication skills specialist must spend one-third nf her 
time with the lowest-level youngest group, whereas the 
vocational specialist spends only three percent of her time 
with the same group, the number of specialists required in 
any service or category will obviously vary according to the 
needs as predicted by the table entries. 

The foregoing is. of course, a speculative exercise so 
far as the figures are concerned. Brewer and Kakalik's 
estimate is almost three times that of Dantona's (see 
Hammer's paper. Table 2). and Smith's figures may soon be 
revised in a forthcoming report from the Management 
Analysis Center. 

It has already been noted that the entries of Table I 
are estimates by experts in the field, but the opinions of 
more experts would improve the reliat>ility of such esti* 
mates greatly. The form of loe exercise is. nonetheless, 
reasonable. Given more reliable data, useful estimates of the 
necessary human resources for the services and programs 
outlined can be made. Again, the reader must be warned 
that assu:iiptions are made that agreement can be reached 
on which programs and services are appropriate, on what 
level of skill the personnel in those sereices should have, on 
the physical facilities required, and on the optimal distribu* 
tion of such facilities and personnel throughout the 
country. Supportive or adjunctive services and programs are 
required as well, of course, and must ultimately be added to 
the large picture. 
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Identifying and Servicing the Deaf-Blind 



Serving the Deat-Bliiid Population: Plaiiiiiii|r for 1980 



(iarr\ Itrenor 
Jaiiii's S, Kakaiik* 

III • lt.*tii| i •ir|iiir.iliiiii 
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While rubella is onlv ore of the many causes of deaf blind 
ness,the rubella epidemic of the mid*1960's has contributed 
untold pain, sorrow, and expense for this society, including 
more than a quarter of the approximately 4,400 young 
deaf blind persons who have been identified, and tens of 
thousands of children with less severe but very major 
handicaps. This much larger than aveiage cohort of handi- 
capped contains children who are all approximately the 
same age, and this fact has created major problems for the 
service system m responding to their needs as the children 
progress from needing medical and preschool services to 
needing very special types of education, to perhaps needing 
vocational, residential or other services, when they become 
older teens in 1980 The results of that epidemic were not 
all tragic, howevet. It did have the positive effects of 
galvanizing government officials into action to create a 
rubella vaccination program, the Regional Centers for 
Deaf'Bli'^fl Children and thp National Center for Deaf-Blind 
Youths and Adults, those three programs should result in 
better services fot future children and for deaf-blind 
children and adults, including those whose handicaps were 
not caused by the rubella epidemic. 

The much larger than average cohort of deaf- blind 
children, as it progresses upward in age. punctuates some 
very major problems of the fragmented system serving 
handicapped children and youth, i.e.. underdeveloped 
prevention services, lack of information needed for effec- 
tive planning, and failure to mobilize far enough in advance 
to meet known future needs of the deaf-blmd handicapped 
population. 

In this paper, we briefly consider the planning 
required to meet the needs of ynurig deuf blirui in:; sons in 
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persons; illustrate the humanitarian and economic desira- 
bility of prevention; and we make projections of the 
1980; we discuss the need for information about and 
control of the service system; note the need to improve 
identification programs, especially for older deaf-blind 
number of young deaf-blind persons and the cost of serving 
them in 1980. 

For a more detailed description of the system sending 
handicapped persons, documentation of its problems and 
numerous recommendations for improvement, refer to our 
Rand Corporation reports. ServicBS for Handicapped Chil- 
dten: A Program Oyerview. R*122aHEW (May 1973); and 
Improving Services to Handicapped Children, R-1420 HEW 
(May 1974). 

Smirf SyMliMii Informal ion and (Uuilrol 

Planning for services to deaf blind persons is severely 
hampered by a lack of relevant information and a lack of 
coordination and control of the service system due to its 
fragmented nature. Information on the prevalence and 
needs of deaf btind persons over the age of twenty-one 
years is practically nonexistent; nationally available data on 
younger deaf blmd persons is much bettor but still defi* 
cient. For examplet data on the nature of the "deaf-blind" 
person's degree of hearing and vision impairment, degree of 
functional sensory ability, degrees of other types of 
functional ability, and presence and de^ec of additional 
handicaps-such as mental retardation- may be known to 
professionals serving the individual, but have not been fully 
aggregated nationally for planning purposes. Work on the 
costs of alternative service mechanisms is lacking, and 
information on the effectiveness of services is severely 
deficient. Without well developed planning information 
linkmg the deaf blind people in need of services with the 
many different groups of officials responsible for making 
policies, the appropriate services cannot be adequately 
planned for and made available. Deaf-blind children, per* 
haps more than other handicapped children, require more, 
more specialized, and usually rr-^re expensive services. The 
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nature of tt»^$e services is such that better planning is 
required Mnce these services are nv>t normally in high 
demand and hence are scarce. Due to recent federally 
sponsored efforts, information has improved markedly, and 
will soon improve more, but there is still a long way to go. 

The young deaf-biind population has been reia;ively 
more fortunate than the handic^ped population in general 
with respect to the institutionalieation and federal funding 
of Regional Centers for Deaf-Blind Children throughout the 
nation. The Re^onal Centers are intended to identify 
deaf 'blind children and offer comprehensive diagnostic and 
evaluative services, maintain a registry, develop consultative 
and training programs for both parents and service per- 
sonnel, develop new programs and services where they are 
needed, and coordinate services offered by other existing 
agencies. The federal ^vernment also funds a National 
C^»nter for Deaf-Blind Youths and Adults. The Nation^ 
Center is intended to provide comprehensive services 
through residential facilities, provide con^ltative aid to 
other organisations serving daaf-blind persons, demonstrate 
methods of service, train personnel, md conduct research 
on services to the deaf^blind. Federal creation and support 
of these centers is justified due to the very low incidence 
and special needs of the deaf*blind population, which 
rmans that individual slates generally have too few of them 
to mount an effective proff'am providing the specialized 
intensive and comprehensive services they need. Even with 
interstate regional centers, however, we understand it has 
sometimes been difficult to obtain hi{^ly qualified staff for 
the service programs because the programs are expanding 
faster than new professionals are being trained. 

in their study of information system requirements for 
the Regional Oeaf-Blind Centers, Exotech Systems* in 
June, 1971(3), provided some valuable insighu into the 
information requirements and problems of the deaf-blind 
population. According to Exotech, information about 
this most severely handicapped subset of the population in 
1971 was "t>y any standard poor in quantity and low in 
quality." The study made positive recomnrvendations about 
what might be done to improve matters. A Deaf*Blind 
Center Information System was advanced as a prototypical 
design for not only the deaf*blind. but for all handicapped 
persons at some future point in time. 

With respect to the system serving deaf-blind chil* 
dren. certain qualitative observations are possible from the 
information, coordination, and control points of view. The 
extra service burden represented by the unexpected ad- 
dition of the 19630965 rubella cohort is easily seen as a 
much heavier than normal load or disequilibrating force. 
There is not one integrated service system, but rather a 
number of system fragments. Because of this structural 
fragmentation- and inadequate information, coordination, 
and control— the system is nrtoved to respond in p»cemeal 
fashion with the result that the added service load is 
actually sensed by first one fragment and then another in 
the overall system. And segments of the service system 
sometimes do not sense the heavier load sufficiently in 
advance to allow the development of added service capacity 
and trained personnel. 

For vocational and other services required by teen* 
agers and young adults, there is still time to prepare for the 
added load, but the education system has already been 
seriously impacted by these children. Doctor and Davis 
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make several pertinent observations about the impact of the 
rubella cohort vwhen it came into contact with the 
educational system. (2) Among other points, the generally 
different character of the population, having as it did a high 
proportion of multihandicapped and sensory impaired 
d^tldren, was not appreciated. The learning {woblems 
demonstrated by this population were far different than 
those the system had learned to cope with in terms of the 
poMo afflicted cohort of some ten to fifteen years earlier. 
The polio cohort was more like a "normal", i«e., nonhandi- 
capped, cohort in terms of its edticationat needs than was 
the rubella cohort. 

The question, with respect to all the fragments of the 
system not yet serioudy affected* is virtiat is being done nov^ 
in anticipation of the known but unrealized need for 
service? The questton. with respect to those fragments of 
the system most heavily loaded by the cohort or where the 
cohort has already passed on throu^i, is what adjustments 
being planned to change the level of services currently 
being delivered to find and serve those coming along who in 
tile past would not have received senrices, e.g., increasing 
attention to finding more children and serving those who 
are less severely handicapped, or decreasing the level of 
services back to a steady state reflecting the expected 
number of seriously impaired children who will in the 
future require services? For instance, some component of 
seivice demand will doubtless be chronic, and for children 
in that component one might work to provide full coverage 
to all vifho can be found. Another component of service 
demand will probably be recurring, as in the case of another 
epidemk: (a deci(ted possibility given the dearth of sustain* 
ing rubella prevention services currently being delivered) or 
some unknown horror that might render a portion of an 
unborn cohort d^af and blind. Finally, some component of 
today's demand, a demand generated by the extraordinary 
load of the 1963^1965 rubella cohort, is genuinely regarded 
as ''nonrecurring'', and once that proportion has been 
served, service resources no longer needed can be reallo- 
cated (much as was the case with polio research resources in 
the post*5alk era). 

Unfortunately, these rather obvious adjustments may 
not take place given the poor control evident in the present 
system. The Regional Centers are a step in the right 
direction, but they do not control the majority of the 
service system* The nation may continue training 
elementary*level special education personnel for the deaf- 
blind when actually more personnel to help with teenaged 
and adult services are needed in the future. And most 
painful of all* the system may not have "learned" very 
much from the experien^ generated by the present rubella 
cohort, for use in some subsequent disaster; and the 
proverbial wheel will once again come rolling off the 
cfr-awing boards at some time in the future. 

We need to concentrate especially on means to 
increase lead time or advanced planning and preparation for 
future service needs. Short or no lead time situations are 
undesirable for several reasons. Unanticipated problems 
tend to produce solutions outdated before they are 
implemented, e.g., solving yesterday's problems, or solu- 
tions that require far more resources than would have been 
necessary had there been adequate preparation. With 
increased lead time, those responsible for a system may 
work out better, more appropriate, or less costly solutions 



in advance. Resouice tillocdtion decisions take time; with 
insufficient lead time, resources are more likely than not to 
be inefficiently and ineffectively allocated- poor allocations 
based on poor or nonexistent feedback of information 
about the actual situation. 

An Ailemalive hi Aflerran* 

Since the topic of this paper is planning for service to 
deaf-blind persons in 1980, it is appropriate to consider 
prevention as an extremely desirable alternative to serving 
persons after they become deaf-blind. Not all cases of 
deaf blindness can be prevented, but rubella is an excellent 
example of a major cause that can be prevented, and 
prevented very economically in relation to the higjh costs of 
aftercare. Yet current prevention programs are insufficient 
and flagging. * 

It took a major epidemic in the mid-1 960's to force 
of *cial attention to focus on the case of rubella, tHjt in the 
absence of subsequent catastrophes, maintenance of this 
attention and related activity has waned. Not only does it 
appear to take a human crisis to galvanize system^level 
attention to a specific problem, but the maintenance of 
attention is not assured in the absence of other crii^s. 

The importance of long»term maintenance of preven- 
tive activities is easily stressed in a simple cost exercise 
designed to relate prevention costs to service costs for 
handicaps resulting from inadequate prevention. The ru- 
bella epidemic of 1963-1965 left an estimated 20.000 to 
30,000 handicapped children in its wake, a tragedy that 
society will be paying for in many significant ways for years 
to come. (4) In his analysis, Donald Calvert estimated the 
special educational costs alone associate J with the impaired 
subset of the epidemic population.!!) W*; have made our own 
more conservative estimates based on special education 
expenditure data accounting for the discounted incremental 
costs about the cost of regular education. As can be seen 
from Table 1, Calvert's and our estimated special educa- 
tional costs differ significantly; hovwever, even taking our 
intentionally conservative estimate as a basis of comparison, 
there is a striking difference between the $202,000,000 in 
increased special education costs due to that one rubella 
epidemk: and the S41,600,(X)0 total authorized under the 
Rut>ella Immunization Program.** And we have not even 
considered increased costs of services other than special 
education in the calculation, not to mention the degrada- 
tion of quality of life inflicted by the handicap. 

The urgency of such preventive programs is manifest 
if we look only at the high annual cost associated with the 
special education for deaf-blind children: from $12,000 to 
$14,000 per cUiid.*** For the estimates 1,250 deaf-Uind 
children resulting from the 1963*1965 rubella epidemic 
alone, this represents an annual outlay of about 
$15,000,000 (using the low estimate). 

The messages from this pvimpie and discussion are 
dear: rubella can be prevented; rubella-caused handicaps 
are expensive: prevention is decidedly cost-effective; and 
attention to the rubella immunization program is flagging. 



with potentially tragic and costly results. The main point of 
this illustration is that in planning for services for deaf-blind 
persons in 1980, attention should be paid both to serving 
those already handicapped and to those v^o might in the 
future become so if appropriate measures are not taken. 



Young Deaf-Rlitid Population Projoctionii ^ 1980 

The population of identified young deaf-blind persons is 
projected to grew from a total of 4,414 in the year 1973 to 
perhaps 5,400 in the yea*^ 1980. Table 2 gives a breakdown 
by age. The 1973 data for the cohort aged three ihrough 
eighteen are thought to be of relatively high quality due to 
efforts of personnel tfirou^out the country in the Regional 
Centers for Deaf-Blind Children. However, we suspect that 
the numt>er of known deaf-blind children less than age 
three and adults over age eighteen is relatively low due io 
the lack of identification of persons in those age groups. 

In boking at the 1973 data for the relatively 
\'HI-identified cohort aged three to seventeen, note the 
peak in the population in the upper-elementary school a^s 
due to the rubella epidemic in the mid-i9G0's; and also 
note that the number of identified young deaf-blind 
persons not born in rube'.la epidemic years is rel&tively 
constant at about 140 pe* year (an average of 138 per year 
for children now aged tt'ree to five, and an average of 142 
per year for children no^.v aged twelve to seventeen years). 
In making our projections to the year 1980, we assumed 
the following: the quality of infant and adult identification 
programs would not improve markedly; the 1973 identified 
population aged three or above would age the seven years 
to 1980 with almost no deaths (note that only 123 of the 
identified young deaf blind persons are over age twenty- 
one; the number of identified deaf-blind children aged zero 
to two in 1980 will be approximately the same as it is in 
1973; and the number aged three to nine in 1980 will be 
the approximately 140 per year that now prevails for young 
persons not born in rubella epidemic years. These projec- 
tions to 1980 thus assume no major new rubella epidemics 
or other disastrous events that will cause an abnormally 
hi^ number of persons to be deaf-blind, and they also 
assume no major progress in the prevention of deaf- 
blindness. Given the current rubella vaccination program 
that has protected many but left itiany others unprotected, 
it seems most likely that this major cause of deaf*biindnes$ 
will be partially controlled but still a menace in 1980. Of 
course, all projections into the future are exercises in 
predicting the unknown and are subject to uncertainty. In 
this case, we feel that the 5,400 estimate for young persons 
is the most likely number, but a lower bound would be the 
currently identified 4,400» and 7,000 would be an upper 
bound unlikely to be exceeded without the creation of a 
comprehensive identification program for adults. That 
upper bound of 7,000 might be reached if. for example, we 
have another major rubella epidemic between now and 
198a 



* See Chapter 6 of Rand Repon R-1420-HEWV (Mav 1974), for The low ettimate is that uiad bv California's School for the 
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KSTIMATKI) COSTS VOH i :\ YKAKS OKSPKCIAI, KDHCATION OK 
II WhICVPPKI) C.IIII.DKK.N FROM TIIK KdliKI.L V KPIDKMIC OK l%:M%r)<" 



I>1ANDICAP 



NUMBER 



UN DISCOUNTED 
TOTAL COST: 
CALVERT ESTIMATE 



DISCOUNTED 
TOTAL iVlCREMENTAL 
COST: RAND ESTIMATE 



Visually impaired 
Hearing impaired 
Deaf 'blind 
Retarded/crippled 

TOTAL. 


5.500 
12.C00 
1.250 
1,250 

20.000 


$250,250,000 
468.000.000 
227.500.000 
48.750,000 

S994.500.000 


$35,500,000 
77.400.000 
81.000.000 
8,100,000 

S202.000.000 


TMMK 2 

TIIK 1973 AM) 1980 YODNC; DKAK IUJNI) 
POPULATION BY AGK 


AGE 
RANGE 
(veARS) 




NUMBER 
IDENTIFIED 


PROJECTION OF NUMBER. 
(TO NEAREST 100) 


0-2 




eo 


100 


3-5 




415 


400 


6-8 




803 


400 


9 11 




1438 


400 


12-. 4 




413 


700 


15 17 




439 


1200 


18-21 




315 


900 


21 + 




123 


900 


Unknown or 








unreported 








age 




408 


400 


TOTAL 




4414 


5400 



^ ^'Source: Donald R. Calvert. Report on Rubella and Handicapped Children, Department ot Health. Etiucation. nnd 
Welfare. Bureau off Education ffor the Handicapped. Washington, D.C.. May 1969. 

^^^Note: Rand estimates are based on expenditure data contained in Chapter 6 of Rand Report, R-1420-HEW. May 1974. 
Thirteen-yetir co&ts are discounted tit eight percent to time of birth. 

OlDantona, Robert. Demographic Data and Status of Services for Dcaf-Blind Children in the United States. In C. E. 
Sherrick <ed.K 1980 IS NO W: A Conference o n the Future of De af-B i md Children . Los Angeles: John Tracy Clinic, 
1974. 



^^^See text for our mothocJ of projection. 
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The change in the ag^i (listiilmtion between 1973 and 
1980 is marked. As can be seen in Table 2« the number of 
children of elementary school age declines sharply while the 
number aged fifteen to twenty^one nearly triples and the 
numbiH of young deaf-bhnd fiersons identified over age 
twentyone goes up seven-fold. The clear implication is that 
adult residential care and other service programs for teens 
and young adults, such as those concerned with vocations, 
must begin to act now to be ready to serve the rapidly 
growing known teen and young adult deaf -blind population 
in 1980. 

In plannii for services in 1980, it is also necessary to 
consider the various degrees of handicap within the overall 
young deaf-blind population. Some are both totally blind 
and profoundly deaf, but many have at least some degree of 
hearing or vision. Some have only sen&ory impairments, but 
many have other handicaps such as mental retardation. 
G.ven the poor quality of available data on the degree of 
deafness and blindness and the presence of other handicaps, 
estimates o( the fractions of the 4,414 young deaf-blind 
persons possessing varying degrees of handicap must be 
based on subjective expert opinion rather than on hard 
djiia. Benjamin Smith, the Director of the Perkins 
School, has ventured that approximately sixty percent to 
seventy-five percent are "middle trainable and below" in 
terms of what he calls "practical functioning levels/' 
approximately fifteen percent to twenty-five percent are 
"upper trainable though lower educable", and approxi- 
mately five percent to ten percent are "middle educable 
and above". (5) 

Using the optimistic end of Smith's percentage 
ranges, of the projected 5,400 identified young deaf-blind 
persons that may be identified in 1980, only 500 would be 
middle educable or above, while 1,400 would be upper 
trainable thou^ lower educable, and 3i500 would be 
middle trainable or below in practical fui Jtioning levels. Of 
course, for an individual handicapped person, "practical 
functioninsf" is a complex scale having nr^any different 
dimensions. The three crude categories of practical func- 
tioning used above serve only to give necessary overview 
information about the young population. For planning to 
meet the service needs of an individual, in-depth personal 
evaluation of the many different components of "practical 
functioning" must be made. 

We have not ventured any estimate of the size of the 
older adult and geriatric Jeaf-blind population due to the 
dearth of data on the subject. While the majority of young 
deaf-blind persons have probably been identified by the ten 
Regional Centers for Deaf-Blind Children, the majority of 
older deaf-blind persons are not identified Two counter- 
acting forces make it difficult to make estimates of the size 
of the older deaf-blind population. Simply applying the 
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prevalence rate tor the young to make estimates for the 
older population would mean the total deaf-blind popula* 
tion war two and a half times as large as the young 
deaf-blinc' population (since the total U.S. population is 
about two and a half times as large as the population aged 
^ero to tweiny-one). However, that simplistic approach is 
likely to be highly inaccurate since the death rate for 
multihandicapped persons is probably higher than that for 
normal persons, and since it is well known that the 
prevalence of hearing problems in the population increases 
with aga, as does the preualence of vision problems. 
Without better data, we cannot say with any reasonable 
accuracy how many older deaf -blind persons exist, and 
what it would cost to serve them, 

(Uisl of Sening Ymin|v Dcaf-Rlind PersimM in 1980 

Estimates of the size of the 1980 young deaf-blind 
population are one of the more accurately predictable 
factors affecting the overall cost of service. Perhaps the 
most important unpredictable factor is the level of effort 
^vemment will choose to make in providing service to 
deaf-blind persons. Will government elect to spend, say, 
$5,000 per person, per year on the average and thus be able 
to provide only residential care for those in institutions and 
minimal services to those v^ose daily living expenses are 
privately financed? Will government elect to spend, say, 
$10,000 per person, per year and thus provide services of 
modest quality? Or will government elect to spend the 
perhaps 815,000 per year, per person on deaf biind children 
and youth needed so they can approach the maximum of 
their potential ability? Note that if the mflation rate 
averages five percent for the next seven years, agencies that 
today are Sf^nding $12,000 to $14,000 per year, per child 
for the higher quality services must spend approximately 
$16,000 to $19«000 in 1980 to buy the same services. 

In aggregate terms, if the projected number of 5,400 
young deaf-blind persons were identified and served in 
1980 at an average cost per year of $5,000, then the annual 
expenditure rate would be approximately $27,O00«OO0. If 
an average of $10,0(X) were to be expended per person, 
then the annual expenditure rate would be $54,000,000. If 
an average of $15,000 were expended per person, then 
approximately $81,000,000 per year would be required in 
1980 for services to young deaf -blind persons. Yet, that 
much is probably required per year, at least ouhng the 
years when children and youth need to be educated, if this 
segment of oOr population is to approach its maximum 
potential level of ability. And nearly all of those who have 
been identified are less than twenty-one years old. The 
needed expenditures would be still higher if society el&cted 
to identify and provide special services to deaf-blind • 
persons in the older adult a..d geriatric population. 



4 Sever, J.t«, et al. Epidemiological Obsfirvation&of RuMla in the 
Collaborative Perinatal Research Study. P/pceedings of thejmer 
natio nal C onfer ence on Rubella Ifnmunizationj Stockholm, 
Si^eden, February 18-20, 1969. 

S. Smith, B.F. Potentials of Rubella Deaf-Blind Children. InC.E. 
Sherrick (ed.) 1980 IS NO W: A Conference on the future 
of Deaf-Biind Children. Los Angeles: John Tracy Clinic, 1974, 
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Geographical Distribution of [)eaf*Blind Children 

The Regional Centers for Oeaf^Blind Children, since their 
inception in June of 19€9, have located 4,414 deaf-blind 
children. Deaf-blind children are defined as: 

. . . children who haw audHtory and visual -han- 
dicaps, the combination of which causes such 
seyere communication and other developmental 
and educational problems that diey cannot pro- 
perty be accommodated in special education 
programs solely for the hearing harnficappefi 
child or for the visually handicspped child, (t ) 

Deaf-blind children have been located in ail fifty 
states including Guam* the Trust Territories, Puerto Rico, 
and the Virgin Islands. (See Table I ) 



IVogram Enrollment 

Of the 4,414 children located, 3,461 are receiving services 
through the more than two hundred programs or projects 
funded under the Regional Centers. (See Tiible II). These 
services include the following: 

1, full-time educational programs (residential or day) 

2. part-time educational programs (residential or day) 
including: 

intensive respite care 
educational assessment 
summer ramp 
diagnosis and evaluation 

There are 947 deaf-jlind children not enrolled in any 
program at this time. This includes the 318 deaf-blind child- 
ren in the California State Hospitals. 



Centers and Services for Deaf-Blind Children. Proposed Rules. 
Part 121&37. Federal R efltster, Votuma 38, Number 19& 
October 11. 1973. 



Age Distribution 

The age distribution of 4,096 deaf-blind children is as 
follows: 



CHILDREN 



MQE.S 
0-2 

3-5 

6-8 

9-11 
12-14 
15-17 
18-21 
21+ 

Unknown Birth Date 
Sub-Total 



NUMBERS 

60 
415 
803 
1,438 
413 
439 
315 
123 

90 

4.096 



In California State Hospitals 
f At this tinne ages unreported) 



TOTAL 



318 
4.414 



See Table III for age distribution and numbers of children 
served by regions. Table IV shows the current service pat- 
tern on a regional basis and the estimated number of deaf- 
blind children served durif>g program year 1973-74. 

Table V is a supplementary feet sheet which projects 
the estimated number of deaf-blind children to be served 
through fiscal year 1975 including appropriated budgets. 
Table VI shows the approved funding by Regional Centers 
from fiscal year 1969 through fiscal year 1974. 



Wtiiiiplisiiiiieii|j< Icir Fisi'iil \oar 197.1 

in school yeat 1973 74, the Deaf Blind Program directed its 
efforts toward expanding its services through eleven 
Regional Conteis hy providlnj: 

1. Pull-time educational services to 1.903 deaf-blind 
children enrolled in school year programs. 

2. Diagnostic and educational assessment services to 
1 J45 deaf -blind chiid'^en and theii families. This in- 
cludes an estimated 500 children in the Home Corres- 
pondence Course. 

3. Short-term and part-time educational services to 784 
deaf-blmd children. These are programs providing 
more than thirty hours/year service but not more 
than three days per week/year such as summer school 
and intensive interim care. 

4. Counseling services for 3.000 parents were provided 
and a parent Home Correspondence Course was field 
tested. 

5. In>service training for approximately 1,200 teachers, 
aides, and parents. 

KxptHied VmHiiplishiniHits t'tir Fisi'al Year 1974 

Utilizing fiscal year 1974 funds (Si 4. 055,000) » during the 
school year 1974-75, the Deaf -Blind Centers Program is ex- 
panding its services to provide: 

1. Full-time educational services for an additional 700 
deaf'blind children increasing the total from 1.900 to 
2.600 children enrolled in school year programs. The 
approximate cost is S4,600 per child. 

2. Diagnostic and educational assessment services for 
700 additional (new) children. 

3. Short 'term and part-time educational services for an 
additional 200 deaf blind children making the total 
700 children enrolled in part-time school year pro- 
grams. Children are phased out of this category into 
full-time programs. 

4. Counseling services for 3,000 parents will be provided 
and a Home Correspondence Course for parents of 
preschool and elementary school age deaf-blind child- 
ren will be made available to 2,000 families. 

5. In-service training for 3,000 teachers, aides, and 
parents. 

6. A joint National Registry of Deaf-Blind Children 
developed in cooperation with the National Center 
for Deaf-Blind Yt . Jths and Adults. 

7. Technical assistance program efforts geared to de- 
velopment of state by state plans for individual child 
services support. Activity will concentrate on 
twenty-five states having over ninety percent of the 
deaf -blind population. 

8. Deinstitutionalization: A demonstration model for 
selected regional centers (2) will be developed for 
removing deaf-blind children ages 0»21 from state 



hOiipitals for the retarded by identifying and pro- 
viding appropriate alternative placements for them. 
9. Vocational education including identification, plan- 
ning and implementation of pilot projects in selected 
regions for multihandicapped children, children in 
residential institutions, and those being deinstitu- 
tionalized. 

10. A series of workshops for medical and clinical per- 
sonnel such as pediatricians, ophthalmologists, opto- 
metrists, otolaryngologists, audiologists. psycholo- 
gists, speech therapists, etc. 

11. A national program of temporary assistance for 
parents of unserved children through a home corres- 
pondence information and assistance program. Home 
correspondence will be followed by visits from the 
staff of the appropriate regional center. 



Plans for Yoar 1975: 

Itiid^^t Appropriatitnis - $I2,(MNMHM) 

In order to assure the same diagnostic, prescriptive and edu< 
cational services to deaf-blind children in school year 
1975^76 as provided in 1974, the Deaf*Blind Centers Pro* 
gram will provide the following: 

1. Full-time educational services will be maintained for 
2,600 children. 

2. Diagnostic and educational assessment services to 700 
new children. 

3. Short-term and part-time educational services will be 
held level at approximately 700 children and possibly 
decrease as more children are phased O'Jt of this cate* 
gory into full-time educational service programs 
under local, state, and federal funds. 

4. Counseling services will be maintained for 3.000 
parents and a parent Home Correspondence Course 
will be distributed to an additional 1,000 families. 

5. In-service training for 3,000 parents and profes- 
sionals. 

6. The National Registry of all deaf-blind persons will be 
maintained in cooperation with the National Center 
for Deaf-Blind Youths and Adults. 

7. Technical assistance will continue to all deaf -blind 
projects funded under the Regional Centers. 

8. Efforts to deinstitutionalize deaf-blind children from 
state hospitals and schools for the retarded will be 
maintained. 

9. A third-party evaluation effort will be undertaken. 
10. Support services to each deaf-blind project will be 

continued by the Regional Centers. These services 
include stimulation, initiation, and coordination of 
new service delivery systems; research; casefinding 
and screening; technical assistance: and in service 
training activities. 
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TAKI.K II 

r.KM KKS AM) SKRVICRS FOR DKAK IiLINI) CIIIUmKN 
M MHKR OF DKAK-BIJND CIIILDRF.N IN SK.RVICK PROGRAMS, 1974 
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61 
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TAHLK IV 

ckntkrs \m) skrvicks for dkak blind ciiildrkn 
curkknt skrvick pattkrn: funds and ndmiifrs of dkaf lilinl) childrfn skrvkd 
pr(k;ram ykar 19731974 appropriation $10,000,000 
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TOTAL NO. 


f ULL TIMI 
SCHOOL Vt AH 


PART-TIMt 
SHORT-TERM 


LLSS THAN 


RtCION 


AMOUNT IN M 


StRVtn 


RES. 


DAV 


RCS. 


DAY 


30 HRS/VLAR 


Alabama 


875 


499 


131 


53 


145 


80 


90 


California 


800 


697 


79 


18 


50 


0 
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Colorado 


1,302 


308 


117 


40 


30 


21 
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Massachusetts 


875 


184 
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17 
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Michigan 
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SllPPLKMKNTAR Y KACT SIIKKT 
DKVK.ItUNDCKNTKRS 
CKNTKRS AND SKRVirilS F(Kl DKAF RUNI) CIIILDRKN 



FISCAL VEAR 


1972 


1973 


1974 


1975 


PROGRAivl YEAR 


1972*1973 


1973-1974 


1974-1975 


1975-1976 


APPROPRIATION 


S7 500 000 


Si 5 795 000 

W 1 Wf 9 WWf WW 


Si 4 055 000 


fii9 nnn nnn 


Center Developed 


10 


11* 


10 


10 


Full Time Educational Services 


1.273 


1,903 


2,600 


2,600 


Short-term, part^time, education services (sum* 
mer school, interim intensive care, assessment, 
and programs providing more than thirty hours/ 
year service but not more than three days/week) 


431 


784 


700 


700 


Diagnosis and Evaluation (Less than thirty 
hours per year) 


642 


1,145 


700 


700 


Parent Counseling 


1,800 


3,000 


3,000 


3,000 


In-service Training 


400 


1,200 


3,000 


3.000 


Numliet of Deaf-Blind Children in United 
States as of March 1973 




5,064 







LOCATION OF DKAF IiLlMl CKNTKKS 



1. Talladega, Alabama 7. Raleigh, North Carolina 

2. Sacramento, California 8. Dallas, Texas 

3. Denver, Colorado 9. Seattle, Washington 

4. Watertown, Massachusetts 10. Austin, Texas (State Center) 

5. Lansing. Michigan • 11, St. Paul, Minnesota 

6. Bronx, New York (Not Funded After Fiscal Year 1973) 
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Thf^ Silent Child and the Squeaking Whec^l Syndrome 
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History cioes not leveat the evenis ihat led to the sage's 
musing when he commented that *'An ounce of prevention 
is worth a pound of cure." Were he to originate that 
provRrb today, he might have in mind the countless 
children who are enperiencing deformity, failure or defeat 
because of multisensory and/or other multihandicapping 
conditions. Unfortunately, agencies responsible for educa* 
tion and services for these persons are faced with ''pounds'* 
of Cure for all handicaps, ranging from mild to serious. 

This paper will establish a philosophical premise 
which might or might not be acceptable to state education 
agencies and the special education profession. Further, the 
paper will deal with gcnetdl orobicms jiid include recom* 
meiiuations relating lu the establishment of comprehensive 
programs for the deaf-blind. Finally, there will be a 
discussion of practical problems encountered by state 
education agencies and, hopefully, alternatives offered. 



PliiloMipliical PreintM* 

State education agencies across the country are grappling 
with the problem which generally has not been regarded as 
their lesponsibility. The problem has often been com- 
pounded because professional educators and some state 
departments of education have not accepted the idea that 
seriously Involved (multihandicapped) children are the 
responsibility of the public schools. On the other hand, the 
public's (liarents) attitude borders on militancy, as evi- 
denced by the tremendous amount of litigation presently 
matriculating through the courts. 

The recent decision in the Rodriguez* case that 
citizens do not necessarily have a right to free public 
education has not negdted state&'s responsibilities. Most 
state constitutions, if not all* clearly hold that respective 
citizens do in fact have that right. The first premise is that 



* San Antoniu lndep«>ndent School DistriCT v RodriCHift' (19731 
U.S. Supreme Court. 



aH deaf^blind children do have a ri^t to etAjc&tioft. The 
secotfd premise is that states do have a legal responsibility 
to insure that right 

Professional special educators in the United States 
have not been basically ff^sx^nsive to their responsibility in 
implementing and maintaining the necessary programs for 
the seriously multihandicapped. The "squeaking wheel - 
^ease-gettingl" philosophy, along with professional selec* 
tivity, has played a major role in the present ineffective 
delivery of services. The level of services continuum is from 
the "majority" to "minority" and "mild" to "severe". The 
tmrd premise is that "creaming*' must cease in practice in 
re^onsible legal agerwies and conceptually in the special 
education profession. 

One of the most serious problems is lack of research 
and experience in mass educational delivery for severely 
multihandicapped children, such as deaf blind. Further, it 
is distressingly apparent that there is a sharp rise in num- 
bers of children needing services. There is little said or 
done about causative factors such as drugs« the disease 
meningitis and the hundreds of "battered" children. The 
rubella epidemic and its subsequent attention gave im* 
petus to the plight of affected children and their families. 
Nevertheless, hundreds of children are being excluded 
from programs because there is not enough collective 
"clout" to force their case. 

bach of the previously nientioned variables dictates 
the necessity for a comprehensive compendium of programs 
and services. For purposes of this paper* it is suggested that 
deaf'^blind function at four levels of potential which 
include: 

1. independent living, 

2. sheltered environment*community base. 

3. dependent living-community base, and 

4. dependent living>institution. 

This means that basic education programs are needed at 
each level, in addition to support programs including 
medical, psychological, counseling, social work, and dental 
services. 



l^^i«%iMitioii 

Prevention or subsequent elinfiination of the conditions 
leading to multisensory handicaps have received minimal 
attention. It is true that rubella inoculdtion is available for 
expectant mothers and that infotmation campaigns are 
mounted Beyond this» however, funds and program em* 
phasis are lacking. For example, meningitis has not been 
cured- only treated. "Battered" children by the hundreds 
enter hospitals and often the responsible parents cannot be 
prosecuted. 

Preventive programs which would include a necessity 
for research funds for meningitis, drug effect studies and 
continued rutsella study are needed. Public information 
pro-ams. complete counseling services for whatever ser- 
vices are needed should l>e provided to make responsible 
persons aware of the tremendous wa&ie of children brou^t 
atiout by ignorance and inhumanity. 

Prior it ii'H 

Priorities should not be set in the area of program emphasis. 
As important as prevention is» it cannot be a priority 
ranking over the need for early intervention* Naturally, 
with cnppiers such as congenital rubella syndrome and 
meningitis, the medical community must be vitally in- 
volved. That profession will be first involved and most 
likely continue to be involved throughout the lives of those 
affected. Theirs is a responsibility of early diagnosis and 
training. Training, of course, often involves extended 
hospitalization and surgical intervention. Education, of 
necessity, must enter the picture immedict. ly; otherwise, 
the child is almost surely doomed to level three or four and 
complete dupanoency on either parents, society or both. 
There should hA a catalytic effect in that all agencies be 
immediately involved* Counseling and social services for the 
parents and subsequently for the child are imperative. 

(MaM^ifiraticMi and DiagtioMH 

There is a further problem which may not be resolved. 
Classification and diagnosis of handicapped children, youth 
and adults by any discipline have been difficult and often 
confusing. Education has long argued that medical classifi- 
cation does not lend itself to the solutiuii of educetional 
problems. In effect, classification has become mixed with 
diagnosis and subsequently with prescription or remedia- 
tion with forced solution^. 

A classification system is needed which lends itself to 
all disciplines involved in programs and services for deaf* 
blind and their families. The system ^ould allow those 
needing the programs and services to develop to their fullest 
potential and not force them to fit the system. 

Paroiital Support 

Perhaps It IS digression to make mention of the needs of 
parents. If so, the readers may regard it as a bias. Parents 
need much in the way of guidance, counseling and general 
support in these early days of their distress. They need 
support in understanding the child's handicapping condi- 
tions; they need to know where they can turn for assistance 
along the way; they need to know the programs and 

ERIC •«<» 



services available to them: they need support in understand- 
ing the many new problems they face regarding child 
rearing; for example, what they, the parents, can do toward 
teaching eating skills, toileting skills, and general self-care 
skills when these milestones are not reached in the 
traditional way - what they can do to enhance the 
acquisition of communication skills. The pari»nts need 
assistarxie along the way in all areas of development and 
understanding. 

!ri addition, parents uflen need support in liiinking 
through and coping with their guilt feelings when they 
realize tf>ey have brou^iht a handicapped child into the 
world Theirs is the question, "Why?" Oftentimes they feel 
this child is their "cross to bear" for some wrong they 
mi^t have committed. They need support in developing a 
healthy relationship with the child; in coping with well* 
meaning, advice-giving friends and relatives; and often 
support is needed in developing handicapped child-sibling 
relationships. Then there is the associated guilt which arises 
somewhat later as parents viTestle with the question of 
institutional placement - whether it be for education, 
training or custodial care. 

Prartiral ProbleiiiR 

Persons functk>nirg in the role of state directors of special 
education are faced with a multiplicity of problems. Inad^ 
dition, they must be impartial and unbiased in attempting 
to assist in the provision of programs for all handicapped 
children. IMany factors have impacted on the current philo* 
sophies and levels of educational delivery in tne states and 
territories^ For example, state directors as a group do not 
function at the decision*making level. This is an important 
factor in attempting to command necessary state dollars to 
implement and maintain programs. 

State directors have felt the Impact ot the **squeaking 
wheel - grease gettingl" syndronie and the "creaming" 
effect. As noted earlier in this paper, it has not been the 
philosophy of public education to assume responsibility for 
very serioudy involved children, such as deaf*blind. Fur* 
ther, as noted previously, the special education profession 
has given its emphasis to the more mildly handicapped and 
has rli»monst rated its success hy dealing with children for 
whom success is more predictable. 

Alteriiaiives 

The variables noted above dictate the need for legislation 
which mandates .servirp delivery to severely multihandl- 
capped individuals. Further, the federal government must 
intervene. It is virtually impossible to provide programs 
which are tremendously expensive (even though the invest- 
ment is small) to the low Incidence severely handicapped. 
This paper strongly supports the position that regional 
programs should be funded with federal dollars and with 
interstate control measures. 

(Hurriruliim Clian{(e8 

Curriculum changes will be involved in providing service to 
these children, which affect teacher preparation programs 
in the United State! A massive recruitment effort nust be 



initiated to provide a whole new population of teachers 
who can be trained for specific needs as evidenced by 
deaf blind children. In addition, contpetencies of teachers 
presently in the field must be upgraded. Training programs 
Should include paraprofes^ionals, teacher aides, and house- 
parents. Traditional course offerings must be interspersed 
with new and innovative methods of working with children 
as successes from the field point the way to better and 
more efficient ways of serving this population. 

A very basic question continually asked today is "Can we 
afford it?" We rarely stop and ask "Can we not afford it?" 
Education is nearly always talked about in terms of 
cost-rarely as a benefit or investment. Only recently have 
programs for handicapped children been discussed other 
than in the emotional appeal sense or as a constitutional 
right. New data suggests that programs for deaf^blind. even 
as expensive as they obviously are» become an investment 
and not a burden. There are estimates of the cash value of a 
human unit to society which range from $150,000 to 
$300,000. The cost to make this unit productive is less than 
half the stated value. This establishes the investment 
concept despite how cold the above statements might 
appear. Put simply, comprehensive programs and services 
for deof-blind would ultimately be an investment -not a 
cost. 

It is evident that providing complete services for the 
deaf^blind or the multihandicapped population is no simple 
task. It requires the unstinting efforts of many individuals, 
y-oups, and agencies. It requires the cooperation and 
involvement of all concerned. The more concerned* the 
more likely we are to adequately cope with the problem of 
providing services to meet collective needs of seriously 
involved persons. 

Education encompasses many phases for many indi- 
viduals. It must begin early; it must be continuous: it must 
be desi9)ed to fit the needs of each individual; it must be 
coordinAtPd by the state agency assigned the responsibility 
for providing education for its population. Until the 
handicapped individual becomes self*sufficient and self- 
supporting, tremendous expense is involved. The duration 
of this period could be from birth i I death, as many 
deafblind will not reach a level of s^iu sufficiency. Must 
this exper se t>e burne by the families atone? This and many 
other quetitions that are constantly being raised means that 
we must try and predict the future. 1980 IS NOW! 

Rerc^mnieiidat kiiis 

In summary, the following recu endations need im- 

mediate consideration in carrying out plans to serve the 
deaf-blind population. 
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1. Needs assessments, if not made, must be made and 
they must be constantly revised and updated. 

2. Prevocational programs must be established to insure 
transfer from special classroom programs to voce* 
tional training p«^ograms. 

3. Vocational training facilities must be either modified 
or developed so that deaf-blind youth can receive and 
benefit from training. 

4. Special federal legislation must be enacted to es* 
tabiish empbyment agencies for the deaf-blind; e.g., 
legislation comparable to the Randolph^Sheppard Act 
of 1936, P.L 75-732, which established vending 
stands fbr the blind. 

5. Alternative living arrangements must be developed for 
the adolescent and young adult population, such as 
group homes and apartment Itving. 

6. To insure family stability, relief ^ould be provided 
(social workers, volunteers, '*baby-sitters'') to enable 
parents, guardians, etc, to have release time from the 
constant care of the deaf^btind. 

7. Community services which inuude recreation and 
suddi life ^ould be sought, reinforced and/or develo- 
ped. 

8. A curnmunications system must be developed for all 
levels of individuals, particularly the lower function- 
ing level. If we keep these children alive, we have an 
obligation to help them live above the animal level. 

We must never be guilty of denying "the least of my 
little ones" the opportunity to //v& One never knows 
when or where there lies or sits a Robert Smithdas who can 
write end feel like this - 

SHAfteO BEAUTY 

I cannot soe s rahoo^s i^ory spraad 
Aai)s$ a rain-Mshed sky ¥yhen storm is war; 
Norcan iseaofhearthapir(^ thatcry 
Thair songs among the clouds, 
or through Mght dovar. 
You tati ma that the ni^t is full of stars. 
And how the winds and watars sing and flow; 
And in my heart I wish that I could share 
Widt you this beauty that I carfnot know, 
I only know that when I touch a flower. 
Or feel the sun and wind upon my face. 
Or hold your hand in mine, dieta is a bri^ tness 
Within my soul that words can naifer trace. 
I call it Life, and laugh with its delight. 
Though life itself be out of sound and sight 

Robert J. Smithdas « Lift. D. 
National Center for DeafBlind 
Youth and Adults 
New Hyde Park, New York 
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Thank you for the opportunity to speak before you today 
as a participant in this conference. I bring you the best 
wishes and meetings fronn Dr. Ed iviartin, the Deputy 
Commissioner of Education for the Handicapped. Dr. 
Martin had been planning to attend this meeting and was 
looking forward to it. Because of unforeseen circumstances 
which delayed the hearing on the Education Budget before 
the U.S. Senate Appropriations Committee* Dr. Martin will 
be unable to attend. The progress and development of 
Centers and Services for Deaf-Blind Children has been and 
continues to be of particular interest to me. Being here 
today reminds me of a similar moment some years ago 
when the federal government first accepted responsibility 
for the education of deaf-blind children with the signing of 
P.L. 91-230, the Education of the Handicapped Act. We 
have come a long way in special education since that time, 
particularly in the deaf-blind program. Our catalytic input 
from the federal level will have either stimulated or 
actually provided full time educational services to more 
than 2«600 deaf^blind children in 1974. a sizeable growth 
from the sixty plus children who were receiving services at 
the inception of the program. Our appropriations have 
grown from one million dollars in fiscal year 1969 to 
fourteen million dollars in fiscal year 1974. The number of 
available programs has also grown from a very few to well 
Over a hundred Despite the record growth and develop- 
ment in this program over the past six years, I have had 
difficulty in organizing ny thoughts prior to meeting with 
you* While drafting my paper. I chanced to read Robert 
Frost's The Road Not Taken. In a few lines, he sums up 
where, I believe, we have been and where we are going in 
provision of services to this group of very severely 
handicapped children. 

Two roads diverged in a M>od, 
and I 

I took the one less trained by. 
And that has made all the difference. 



ERIC 



(Iroitttroads 

Just as we were at a crossroads in 1968 when we first 
embarked on an effort to provide educational services to 
each and every deaf-blind child, so, too, are we now at a 
similar crossroads with the present deaf^blind strategy. 
Where do we go from here? Is it sufficient for us to allow a 
good program to simmer? Or is it not our role at the 
federal level to provide sufficient stimulus to make a good 
thing better? Because of the very nature of this severely 
handicapped population, with its coAsiderahle need for 
services we feel it is ir>cumbent upon us not only to 
stimluate improvement, but also to avoid, at all costs, any 
maintenance of a status quo provision of services. It is a 
road not often travelled in the federal government. It is a 
road which we recognize to be full of pitfalls. Inherent in 
any close scrutiny of an existing program is the risk of 
losses, as well as the reward of gains. We feel that the 
potential benefits to these children far outweigh the risks 
involved in such an effort. That is vuhy this conference is 
being held. That is why the Bureau has embarked on an 
ambitious six-*month project to improve and refine the 
deaf-blind strategy on a national basis. The time has come 
for those of us at the federal, state and local levels as well 
as other private and public workers to begin to focus on the 
need for a continuum of services for these children as they 
grow into adulthood. The time has come for us to obtain a 
clear picture of whom we are serving, where we are serving 
them, and with what resources we are !ierving these 
children. None of these efforts will be easily accom- 
plished. Nor do we anticipate a smooth road on which to 
travel quickly. But they will be done. 

(lutiiinittiiMMit 

To improve and refine the deaf-blind services and strategies 
will require two things - communication and evah nation, 
^d Lowell ha« brought us here today to communicate the 
* )d for a continuum of services; to impress upon us all the 



necessity tor evdluulion uf our efforts in this area. The 
Bureau has infoimed many of you recently of a joint 
project, and in so doing has elicited your support and 
cooperation in a BEH, Management Analysis Center, and 
project ami program personnel attempt to conduct a lather 
simple audit of services to deaf-blind diildren both now and 
in the future. It is an effort to identify cleariy what it is we 
are doing for these children on a comparable basis across 
the country; it is an effort to focus on our strength as well 
as our weaknesses in order to provide the best services 
possible. Taking a long, hard look at ourselves, and asking 
you people to do the same requires a willing and total 
commitmer;t a commitment to the 5,000 plus deaf*blind 
children whom our efforts are designed to benefit. 

The former educator, James Conant, used to say that "A 
turtle only makes progress when ' > sticks his neck out." It 
is progress which we hope to jke in the provision of 
services to ihese children over the next three to five years. 
It is progress we hope to achieve in assertion of our role at 
the federal level as the Bureau with primary responsibility 
for the provision and coordination of services for this group 
of severely handicapped children. Yet cognizant we are of 
the keystone in our efforts to build and maintain a network 
of sufficient services. And that keystone is you - the 
people - who actually intervene in the life of a deaf-blind 
child in an effort to move that child a little closer to a more 
normal life style. 

"Why," some of you might ask, "are we just now 
embarking on this effort at the Federal level?" We have 
been moving in this direction for the past year and a half. 
Recent events and directions have merely quickened the 
process. As our focus begins to sharpen with respect to 
specific programs such as the Ov^e for deaf-blind children, 



'e are at the same time beginning to enlarge the focal plane 
include more and more of the severely handicapped child 
poi ulation. Evidence of this effort can be seen in our 
reuntly released '"Request for Proposals for Establishment 
of Programs for the Severely Handicapped"; in our efforts 
to stimulate curriculum development and teacher training 
in the area of tfie severely handicapped: in our proposed 
legislative consolidation which calls for an identified cate- 
gory of "Services for the Severely Handicapped''; and in 
our recent Bureau of Education for the Handicapped 
reorganization in which we gathered together programs for 
the severely handk:apped in the Special Services Branch 
within the new Division of State Assistance. 

Evaluation 

For any of these efforts ultimately to be effective and 
meaningful, change agents will require oreat communication 
- to identify the high and low spots in the road through 
the assistance of others; evaluation - to identify and mark 
the soft spots which mi^t otherwise have bogged us down 
and coordination - to assure safe passage. As I have 
pointed out before, it is a road not often travelled by the 
federal government. This is the first time we at BEH have 
ever embarked on such an ambitious project, with such an 
atypical approach. But if we are successful, then it will have 
made all the difference to the multitude of deaf-blind 
children, in fact to all children - because of the way in 
which our lives are intertwined- who look to us to make 
their lives more rraaningful and more productive. And if 
that happens then all the toil and trouble will have been 
worth it. I believe that now we are once again at the point 
where the roads diverge. We feel that the next five months 
of analysis and this kind of conference will provide us with 
an accurate answer to that question. 
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I shall try in developing this paper not to repeat much of 
the same ground covered by the representative from the 
National Center for Deaf*Blind Youths and Adults. It will 
be impossible to avoid some repetition, however, since 
much of our program is tied closely to center activities, 
and, of course, we did not exchange viewpoints in the 
preparation of materials for this meeting. 

Role of Keliabililalioti Services AdmiiiMlratMiti 

The Rehabilitation Services Administration and its pre- 
decessors have been interested in the problems of deaf -blind 
persons since the late fifties, and provided the support 
which eventually led to the establishment of the Anne 
Sullivan Macy Service Center. This center was initiated to 
serve as a demonstration project for fifteen states east of 
the Mississippi. Eventually, the services were extended far 
beyond this geographic area in order to partially meet 
the need that was extant at that time The results 
of several years of operation of the Annj Sullivan Macy 
Center clearly demonstrated the need tor national service 
and legislation that would make such a service possible. 

When the originfii legislatbn was proposed, it was 
contemplated to cover ooth children and adults. There was 
a great deal of discussion which logically led to the 
establishment of complementary programs. The Office of 
Education was charged with the responsibility for providing 
adequate educational opportunities for deaf-blind children 
during their years spent in elementary and secondary 
schools. 

Kcilc* cif the Nalicitial Otilcr 

The National Center wa<; designer! to provide vocational and 
rehabilitative services for the adult population, many of 
whom were disabled after they had completed public 
school. The title of the center, which stemmed from 
legislation, deliberately incorporated the wr ' *'ouths" in 
order to provide an easy transition fro academic 



school proff'am to one that was vocationally oriented. It 
would not be practical nor desirable for the center to 
accept children of school age except where the training was 
^ecifically oriented toward a vocational goaL Except 
where otherwise indicated because of extraordinary circum- 
stances, the lower age limit for enrollment at the center 
should be set at eighteen or above in order to give the child 
full advantage of the academic schooling to which he is 
entitled. 

Annual budgeting and administration should continue 
in the pertinent sections of the Health, Education, and 
Welfare budget: 

1. support by ihe Office of Education for deaf-blind 
children, and 

2. support as part of the Rehabilitation Act, with ap^ 
propriate training focused on ''youths and adults." 

As the program expands to includ^ training in 
rehabilitation facilities throughout the country, money 
specifically earmarked for the handicapped (ten percent in 
the Vocational Education Act, d0576) can be tapped at 
the state level for financing equipment and other resources 
that will be necessary* Center staff will collaborate with the 
Office of Education and their regional centers for children 
on research development and utilization. 

I^egislalion and Funding 

As you all know, legislation was passed separating the two 
programs. In accordance with legislative requirements, 
proposals for operating the Center for Deaf-Blind Youths 
and Adults were solicited and submitted to a panel, and the 
Industrial Home for the Blind was chosen to operate the 
center. Although a contract was signed in June* 1969, the 
center continued to be funded from our Research and 
Demonstrations budget. The original grant for constructing 
the center was approximately $2,500,000.00. At that time, 
it was contemplated that the center be located on a fair>y * 
small piece of property which would have seriously 
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hampered the kinds of model services that should be 
offered Fortunately, before a permanent site was selected, 
a piece of valuable surplus property became available at 
Sands Point, Long Island. After a great deal of negotiation, 
twenty-five acres were deeded to the Industrial Homo tor 
the Blind to plan the center on a much broader scale than 
had been dreamed of originally. Obviously, to construct the 
facility at Sands Point would take a considerable amount of 
money in addition to the S2,5(K),000.00 originally alloca- 
ted. Although no one seemed opposed to increasing 
construction funds, for a number of reasons which are of 
no consequence in this conference, it took an inordinate 
amount of time before the final supplementary grant of 
$5«000.000.00 was awarded on October 18, 1973L 

As you will undoubtedly learn from Dr. Salmon, the 
contract was siffied in December and construction is now 
under way. The facility should be ready for occupancy in 
the fall of 1975. Much of the negotiations for staffing can 
take plac^ before that date. However, it is obvious that it 
will still take some tiiDe before the center will reach its 
peak production in its new location. 

While the center now stands as a separate entity with 
a contract with the Social and Rehabilitation Services 
Administration, with its own separate appropriations listed 
in the Rehabilitation Services Administration's budget, it 
seemed quite logical at fir^t to continue it as a Research and 
Demonstration grant, since the major of its three functions 
wa« considered to be research. As the plans for the center 
evolved, however, it became apparent that while the center 
would have three responsibilities- each important and 
interrelated -the major problem for some time to come 
would be service. Therefore, the contract was officially 
expanded on December 27, 1973 tying its operations more 
closely to the Rehabilitation Services Administration. 

Pro^aiiis 

The center would be responsible for the following pro- 
grams: 

1. Providing in depth rehabilitation services to at least 
one hundred of the most difficult deaf-blind clients 
annually. I am sure that Dr. Salmon will describe 
some of the cases we have in mind. 

2. The center will offer training programs— both long 
and short term. The short-term training programs will 
offer courses to students who can work in local areas 
in order to provide communications and other links 
between the deaf * '^nd person and the community. 
These courses wn. oe especially important to voca- 
/onal rehabilitation counselors in public and private 
agencies. A limited number of 5tud<?nt& will be 
enrolled for long-term training so that they can 
eventually become valuable staff members in state 
and private rehabilitation facilities throuf^out the 
country. It is our plan to develop special components 
in many of the centers so that most of the adult 
deaf' blind population wiiO are not in need of the 
long-term in depth services required at the center 
headquarters can be provided necessary services in 
their own communities. From the Rehabilitation 
Services Administration's standpoint, this is a major 
thrust that we hope tc build in place as coon as 



possible in order to treat the majority of the clients 
throughout the country. 

When the program is in full operation we envi*^ 
sion one hundred plus dients at the center annually 
and at least four hundred in the more sophisticated 
rehabilitation facilities that we now have in operation. 
In addition to being a practical method for providing 
quality services, it also tends to assure interest, par* 
ticipation and support of our state agencies. This can- 
not be done without adequate training. We are not 
interested in developing mere lip-service to the deaf* 
blind citizens of our nation-they have been receiving 
this service too long. 

Naturally, a strong link will be developed be- 
tween the rehabilitation facilities with special compo- 
nents for the deaf-blind and the national headquarters 
at Sands Point so that special facilities interested in in- 
corporating units for the deaf-blind will be assured 
that professional assistance is available when necessary. 

3. The third function of the center is to conduct 
intensive research on new hardware for deaf-blind 
persons, expansion and development of new devices 
and techniques to reirtove or reduce the complex 
problems of deaf-blindness. It should be understood 
that such research will be conducted in conjunction 
with universities, interested industries, and certainly 
the regional centers for the education of deaf-blind 
children. 

The center, when it is in full operation, will provide a 
marvelous laboratory for determining the usefulness of 
research products. It will constitute one of the few places in 
the world where you will have at any given time, fifty or 
nH>re deaf-blind persons which will make possible the 
pooling and testing of ideas, a greatly accelerated process 
for separating the "wheat from the chaff/' Even in the 
temporary headquarters, there are already some rather 
exciting communications devices which have been designed. 

Future Plans 

Additional future plans will depend in large measure on the 
kind of basic research we are ^ble to develop. I was very 
pleased to learn at the last advisory committee meeting of 
the National Center that the regional center programs have 
asked the National Center to compile and update the 
demographic information on both children and adults. This 
is extremely important for any plans that we may develop. 
We must have firm knowledge of how many deaf-blind 
persons there are in the country and, what is more 
important, an assessment of their needs. The closer the 
linkage system^ the quicker we can determine how much 
help we can expect from resea«^ch. 

How effective, for example, are the rubella vaccines? 
What are the best methods for administering he vaccines? 
What other conditions are basic causul factors for deaf- 
blindness that should be studied? In essence, the question I 
am asking is; Can we develop reliable predictc^^s on which 
to base service needs? I have been reviewing the informa- 
tion contained in the tnilletin published by the Center for 
Disease Control in Atlanta concerning rut)ella and the 
congenital rubelia syndromes. 



Although the information compiled thus far is by no 
means conclusive and the center is cautious in making 
definitive statements, it is apparent that there has been a 
marked decrease in rubella since they have been gathering 
data in 1966. The figures for the first quarter 1974 are only 
slightly less than onethird the number shown for the 
corresponding period in 1973 and» approximately twenty*^ 
five percent of the median taken for the ame period during 
the past five years. 

Although a great deal more of data gathering is 
required, it would appear that more than 45,000,000 
vaccinations provided in the United States since the 
beginiiing of the program has had a very measurable effect 
and it would appear that we can continue to expect a sharp 
decline in rubella cases and the consequent results on 
children whose mothers are infected during the first 
trimester of pregnancy. 

Althou^ it is obvious that we have a long way to go» 
we have made rapid progress in the last several years. It is 
my LK.Iief that working together we wilt meet the needs and 
consequently the challenges of 1980» and plans that reach 
far beyond that date. We canno^ do this, however, by 
working in a vacuum or in competition with each other, it 



can only be accomplished through a teamwork approach, 
sharing each other's successes and failures. It is indeed too 
bad thai it took a tragedy like the epidemic of 1964 and 
1965 to£v i us started 

On the bri^ter side of the coin, however, it is clear 
that we are a people that work best under pressure. It is 
avowed by authority that we are tripling our scientific 
knowledge every ten years. We have placed men on the 
moon and taken millions of f^iotographs of the planets that 
coexist in our solar system. This is very exciting progress, 
but there are other pictures which we much concentrate on 
in the future if we are to become the nation that our 
founding fathers dreamed for us. It is the small but tough 
problems right at our doorstep that defy solution, if we can 
apply half the energy, ingenious inventive skill, and hard 
work that were expended in getting to the moon, we can 
certainly help our deaf-blind partners in society achieve the 
dignity and self-reliance that they deserve. 1980 IS NOW, 
but it's not enough. We must compress into this effort 
centuries of neglect so that in our lifetime the wealth and 
privileges that are ours today will be available to all 
tomorrow. 
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Foreword 

Effective programming and planning to combat multiple 
handicaps require a basic understanding and an awareness 
of the broad scope and nature of the problem. In recent 
years, there has been a growing awareness of the problems 
involved in the differential diagnosis, classification, educa- 
t>on. training and habilitation of children with multiple 
disabilities. 

Introduction 

The Georgia Program for the Deaf-Blind offers three broad 
areas of service to multihandicapped children from Georgia. 
An evaluation component is provided on a nationwide basis 
for children twelve years of age and younger who are 
considered deaf-blind and on a statewic^e basir for those 
who have at least one sensc^y impairment in addition to 
other handicapping conditions. This component provides 
psychological, educational, social and medical assessments; 
recommendations for home training or educational place- 
ment and parental counseling. Children being evaluated are 
residents of Elks Aidmore Hospital for approximately two 
to three weeks. Each child evaluated from the state is 
followed by social work services until appropriate place- 
ment is accomplished, 

The second aspect of the program is an educational 
com|X>nent which provides two classroom units for multi 
sensory impaired children from the metropolitan Atlanta 
area. These children live at home and attend classes on a 
day basis. The prime objective of this component is to 
develop academic and social skills commensurate with the 
child's ability. Some of these children will progress to such 
an extent that they can enter more traditional educational 
programs. 

The third aspect of the program is a residential 
educational component. Deaf blind children are accepted 
into this program from throughout the state* The prime 
objective of this component is to develop, in a rasidential 



setting, academic, social and community living skills com- 
mensurate with the child's ability. 

The Georgia Program for Deaf-Blind Children is 
functed by the State Department of Education, DeKalb 
Coun^' Board of Education, Elks Aidmore Hospital. Title i 
and Ti le Vi B ESEA and the Southeast Regional Center for 
Deaf-Blind Children (Title Vl-C ESEA). 

Since its inception in 1969 the Georgia Program for 
the Deaf Blind has had as its major goal appropriate and 
comprehensive programs in the state. Diagnostic and 
educational evaluation services have been developed, day 
school dasses have been initiated to serve deaf-blind 
diiluren in the metropolitan Atlanta area, a residential 
program for deaf*blind children is in operation at Georgia 
Academy for the Blind and placermnt has been found for 
75% of the children who have been referred for services. 
Beginning in fiscal year 1973. diagnostic and educational 
evaluation services have been extended to qualifying deaf- 
blind children from the southeast region. 

The Georgia Program was planned and developed in 
three phases. Phase I and Phase II have been implemented 
and are in full operation, 
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PHASE I. 

The first phase had five basic aspects: 

1. Initial statewide screening and follo\fif'Up. carried 
out by the Georgia Center for the Multihandicapped 
(Deaf*Blind) in cooperation with: 

Georgia Department of Public Health 

Georgia Department of Education 

Local Education and Health Agencies 

Public and Private Hospitals and Community 

Agencies 

Coordinator. Southeast Regional Center for 
Deaf^Blind 



2. Identification and referral of children. Two hundred 
eighteen children have been referred for service; 104 
have benefited from long-term evaluation at the 
Georgia Center for Multihandicapped. Counseling and 
referral to more appropriate programs have been 
given to those children determined to be ineligible for 
evaluation at the Georgia Center. All deaf-blind 
persons in Georgia who were twelve years of age or 
older were referred to the National Center for 
Deaf-Blind Youths and Adults. Some older deaf-blind 
children have been placed in regional centers. At this 
writing 27 additional youngsters are in the process of 
evaluation or placement. Seventeen more are on the 
waiting list. 

3. The initiation of communis services. The Georgia 
Center has stimulated and directly influenced pro- 
gram development for deaf-blind and multihandi- 
capped children. A growing number of public and 
private schools serve multisensory impaired children. 
The Atlanta Area School for the Deaf (a state 
school), the Georgia School for the Deaf at Cave 
Spring and the Georgia Academy for the Blind are 
accepting children who are deaf-blind, deaf and/or 
blind with concomitant disabilities in regular pro- 
grams. The Georgia Department of Education Con- 
sultant for the Multihandicapped is working to 
develop programs for deaf-blind children in other 
parts of the state. 

4. Development of a state-supported residential pro- 
gram. At the Georgia Academy for the Blind, 
specifically for severely involved deaf-blind children 
who function at a low developmental level. Seventeen 
children are presently enrolled with expansion plan- 
ned to serve twenty children in fiscal year 1974. 
Future plans call for a residential program to accom- 
modate seventy-five to eighty severely involved multi- 
handicapped children. 

5. State plan for continuous programming for d»af-blind 
children. Georgia's mandatory legislation (H.B. 453) 
requires provision of full services for all exception^ 
children by 1976. Each local school system has 
developed comprehensive program planning budget- 
ing systems for accomplishing this goal. These plans 
give evidence of the intent of the school system to 
meet the needs of the more severely involved as well 
as those who are moderately handicapped. The State 
Plan for Deaf-Blind Children is continuously evalua- 
ted in terms of current needs. 



(»HASe II. 

Phase II was directed to implementation of services 
outlined in Phase I. A snmothly functioning state program 
serves the state's deaf-blind children. For each child served 
the process includes: 

1. Complete medical assessment, consisting of: 

Pediatric examination 
Neurological examination 
Ophthalmological examination 
Audiological examination 



Physiotheraphy and other evaluations as 
needed. 

Z Education evaluation includes: 

Psychological evaluation 
Visual assessment and stimulation of function 
Auditory assessment and training of function 
Motor assessment and development of 

motor skills 
Language assessment and training in receptive 

and expressive language 
Recommendation of primary learning 

modalities 

Recommendation of placement or home 
training 

3. Placement in appropriate educational programs. 

4. Follow-up services until child is appropriately placed. 

The implementation of the Georgia Program has been 
made possible through the positive power of human 
resources combined with federal, state and local funds for 
deaf-blind and handicapped children. The tremendous 
development which has taken place in the Georgia program 
has been aided greatly be the financial and consultative 
assistance of the Southeast Regional Center for DeafBlind 
Children. 

PHASE III. 

The third phase is directed toward the expansion and 
refinement of services to deaf-blind children in Georgia and 
the Southeast Region. It represents an out reach program to 
extend the influence of the Georgia Program for the 
Deaf^Blind. 

1. increase capacity of the residential program for more 
severely involved deaf-blind children at the Georgia 
Academy for the Blind. More children will be served; 
more adequate services will be provided. 

Z Expand individual follow*up services. 

3 Expand parent education, honr>e training and conv 
munity services to parents of very young deaf-blind 
children and children awaiting evaluation and place* 
ment. 

4. Develop and field testa curriculum guide which will 
provide a sequential approach to all phases of 
development of deaf-blind children for use by parents 
and teachers. 

5. Encourage centralization of institutional programs for 
deaf-blind students. 

6L Provide in-service education to educational, consulta- 
tive and child care personnel of Georgia Program. 

Cliroiic>lo|ry 

The magnitude of the drastic rise of children with multi- 
sensory handicaps, especially those children who were 
victims of the 1964-65 rubella epidemic, placed a great 
responsibility upon ^he state of Georgia to effectively meet 
the needs of these children. A series of meetings designed to 
gain infoimation and to elicit involvement of appropriate 
agencies was held in 1967 and 1968. In October 1968, a 
general meeting was called by the Special Education 
Program of the State Department of Education to present 



information that had been gathered to date and to begin 
developing plans for the habiiitation of multisensory 
impairec children. 

Various agencies, including state education and health 
departments, state residential schools for the handicapi>ed. 
national and private agencies and ptivate citizens, have 
functioned on a high level of cooperation to provide for 
services, facilities, personnel and funding sources to initiate 
pro-ams for deaf -blind children. 

A brief summary of subsequent activities in the 
development of services for deaf-blind children follows. 

FALL OF 1968 

Members of the State Department of Education and the 
State Department of Public Health began a check of 
hospitals, agencies, physicians, etc., to attempt to locate 
deaf-blind children and to begin compiling information. 

Attempts were made to locate a facility for a 
diagnostic and evaluation center for deaf-blind children. 
Elks Aidmore Hospital in Atlanta, a comprehensive hospital 
care pro^^am for handicapped children, was offered and 
accepted. 

FALL or 1963 THROUGH SPRING OF 1969 

CXjtside consultation was obtained as plans were being 
developed for statewide services. Included in the consul- 
tants were Louis Z. Cooper, M.D., Department of Pedia^ 
tries, NYU Medical Center; Dr. Donald Calvert, Bureau of 
Education for the Handicapped, U.S. Office of Education; 
Dr. W. Scott Curtis, Syracuse University, Project for 
Deaf-Blind Children; Dr. Verna Hart, Coordinator of 
Training Programs for Multihandicapped and Deaf-Blind 
Children, Peabody College; Miss Pauline Moor, Program 
Specialist in Early Education, American Foundation for the 
Blind; Mrs. Prudence B. Walsh, Teacher of Deaf Blind, 
California Public Schools. 

Representatives of the State Department of Educa- 
tion, State Department of Public Health, Georgia State 
University, and others attended meetings in Nashville, 
Tennessee and Birmingham, Alabama, with representatives 
from Florida, Alabama, Tennessee, Mississippi and the U.S. 
Office of Education to consider recent legislation for 
Regional Centers for Deaf-Blind Children. The slates were 
encouraged to write a cooperative project to sen^e all five 
states, incorporating their individual attempts into one 
regional program. 

SPRING OF 1969 

Representatives of the State Department of Education, 
Aidmore Hospital, Georgia Academy for the Blind and 
DeKalb County School System visited existing prcqrams for 
deaf-blind children in order to learn more about services for 
these children. The deaf- blind programs at Perkins School 
for the Blind m Massachusetts. New York Institute for the 
Blind, Rubella Birth Defects Clinic, Bellevue Hospital in 
New Yor'.c and Callier Speech and Hearing Center in Texas 
were a few of the programs visited. 

Projects were written to utilize efforts and funds 
from various agencies to provide coordinated services for 
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deaf-blind children. State, federal and local education 
money was projected as well as funds from private sources. 

A cooperative workshop, sponsored by agencies and 
organizations in the southeast and planned by Georgia 
Department of Education, was conducted in Atlanta. This 
conference, ''The Visually Handicapped Child Who Func- 
tions on a Retarded Level,'' had a strong emphasis on the 
deaf-blind child. 

SUMMER or 1969 

The Georgia Academy for the Blind conducted a six-week 
day program for six deaf-blind children in the Macon area. 

The Georgia School for the Deaf offered a six-week 
parent-pupil institute to attempt to provide information 
and counseling to the parents of young hearing impaired 
children. A large portion of these children were rubella 
youngsters. 

Representatives of the Georgia Department of Educa- 
tion, the Georgia Department of Public Health and Elks 
Aidmore Hospital attended the organizational n>eeting in 
St Au^stine, Florida, of the Southeast Regional Center 
for Deaf-Blind Children. In August of 1969, Jack P. Nix, 
State Superintendent of Schools, officially committed 
Georgia to participate in the center. 

FAUU OF 1969 

The Georgia Center for Multihandicapped Deaf -Blind was 
officially begun for a four-month period of planning. The 
director and professional educational staff were employed 
to further develop the plans for the center. 

A two-day in*service program was conducted by the 
Southeast Regional Center for Deaf-Blind Children. 

JANUARY OF 1970 

The first group of deaf-blind children was accepted into the 
Georgia Center for evaluation. Since this time, the center 
has been in constant operation and has evaluated forty^f ive 
youngsters. 

SPRING OF 1970 

The Georgia Center for Multihsndicapped Ceaf- Blind spon- 
sored a 45 hour in-service propram for teache«^s and selected 
personnel working with deaf-blind children. National autho- 
rities in the education and training of deaf-blind children 
conducted this course. This course carried five quarter 
hours college credit. 

Tlie Georgia Academy for the Blind, in response to 
the great need for a residential program for certain 
deaf -blind children, began remodeling a portion of the 
partially vacant Shurling Campus of the Academy for the 
Blind for a program for deaf-blind children. 

SUMMER OF 1970 

The Georgia Academy for the Blind opened its residential 
program for deaf-blind children with seven children v^o 
had been evaluated at the Georgia Center for Multihandi- 
capped Deaf-Blind and found to be in need of a residential 
program. 
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The Georgia School for the Deaf operated a second 
parent*pupil institute for 130 hearing impaired children and 
their parents. Approximately 70 of the children involved in 
the program )Nere known to be handicapped due to 
maternal rubella. The emphases of the program were to 
fdmihan/e the paients with vvuys to JsMbl then ctnldien und 
to give the school staff the opportunity to evaluate the 
youngsters and orient prospective pupils to the residential 
program. 

FALL OF 1970 

The residential program for deaf-blind children at the 
Georgia Academy for the Blind was expanded to include 
ten youngsters. 

The Georgia School for the Deaf expanded their 
program to include most of the youngsters referred by 
differential scheduling and maximum utilization of all 
resources including staff and facilities. 

Construction of the first phase of a day school for the 
deaf in metropolitan Atlanta was begun through funds 
appropriated by the 1970 Georgia General Assembly. The 
first jphase, a program of infant training, early childhood 
education and primary school, will be opened in 1972 for 
175 hearing impaired children, including deaf children with 
multiple disabilities. The second and third phase, an 
intermediate and secondary school program respectively, 
will follow in the near future to insure a comprehensive 
educational program. 

Various Georgia school systems and private schools 
have accepted the challenge of educating deaf-blind chil- 
dren in locally operated programs when existing programs 
in these systems have been found to be appropriate for 
individual children. Approximately fifteen such youngsters 
are enrolled in these programs. 

SCHOOL VLAH 1971-7? 

The evaluation of children was integrated into the day 
class units. In doing this, one staff was utilized for both 
components. Initially this procedure functioned satisfac- 
torily; however, toward the end of the year it was difficult 
for the evaluation children to adjust to a group who had 
been in a school situation. The gap in experience was too 
great. One of the major recommendations for the 1972-73 
school year was a separation of the two components 
necessitating the employment of additional staff. 

Traditional methods and equipment in audiological 
testing did not always produce the most accurate results. 
Upon the recommendation of the audiologist, the Masden 
Impedence Bridge equipment was purchased for her use in 
« testing children. This equipment has proven of invaluable 
assistance in assessing hearing and other communication 
disorders of multihandicapped children. 

Application and intake forms were updated by the 
staff and an information booklet was developed for the use 
of parents whose children are being evaluated in an effort 
to answer their questions and provide reassurance. 

DAY CLASS PROGRAM 

In September 1971, two self-contained classroom units 
were begun for a total of up U twelve multisensory 

ERIC w 



handicapped children from the metropolitan Atlanta area 
who v\^re not accepted into existing programs because of 
their dual sensory impairments. The units were located in 
existing facilities of Elks Aidmore Hospital. Equipment and 
supplies were acquired to supplement those previously 
i«vjilai)le thiough the evaluation component. Techniques 
appropriate for teaching the multisensory impaired weri> 
employed, including development of a communications 
system utiliifing signing, gesture and oral communication 
were appropriate. 

Behavioral objectives were established for each child 
in these clasf^s. Daily records were kept on each child from 
which monthly behavioral summaries were written. Con- 
tinued assessment was made to determine if behavioral 
objectives were being met and if they needed upgrading. 
Videotaping equipment was utilized to record progress of 
the children in these classes. 

A speech therapist was made available through 
DeKalb County Program for Exceptional Children. She 
conducted 30 minute individual sessions twice a week for 
two children. Progress was noted in both children. 

Audiological assessment was provided for those chih 
dren v\^o indicated need for retestiny. 

The primary objective of the day classes is to bring 
these children to the level of development and skill that 
they need to be integrated into appropriate and existing 
special education classes. Of the twelve children originally 
enrolled, three have made sufficient progress to transfer 
into more traditional special education programs. 

Parent Traiiiinj; 

Parents were encouraged to be involved as much as possible. 
They attended a conference once each quarter with their 
child's teacher. Three evening parent meetings held at the 
center were well attended and included iristruction in total 
communication and open discussions of home problems of 
handicapped children. A newsletter was sent to all parents 
on a regular basis to keep families informed of class 
activities. 

Siiiiiiiipr Prcijsraiii 

A summer program was devised to include language practice 
sessions, informal activities in art, music, motor and rhythm 
development. Also included during this session was a 
three-day overnight camping experience at Camp Wii-A- 
Way, Fort Yargo State Park, Winder, Georgia, and field 
trips to Grant Park Zoo and to the Stone Moimtain Pork 
Game Ranch. 

Transportation was provided the first half of the 
school year by local taxi service and the last half by a 
combination of taxi service and a minibus purchased for the 
program. Transporation for the summer session was pro- 
vided by two minibuses. 

(iHir^ia AradiMity tor the Blind 

A 36 week residential program of education and related 
experiences was provided to sixteen deaf blind children at 
the Georgia Academy for the Blind. The pro- am was 
funded through cooperative agreements with ESEA Title I 
and T'tle Vl-C funds. 



In-service Udii^inq was ptovideil to teachers, house* 
parents and other designated personnel with the objective 
of more effective operation and evaluation of activities. 

Teachers and related peisonnel determined the level 
of functioning of each child in the areas of s<*lf care skills, 
motor development and social awjieness. Some ut the^e 
children were involved in previous projects* For these 
children, baseline data was a natural outgrowth of ongoing 
evaluation processes. For children who were new to the 
program, determination of .evel functioning in the stipula- 
ted area was made from parent reports, consultant evalua* 
tion and staff observation of behavior. 

SclicNil War I972.7:i 

The establishment of an Early Childhood Center with an 
emphasis on preschool language development enabled the 
Georjia Center for the Multihandicapped Children day 
classes to move into a regular elementary school setting in 
September, 1972. Children are transported by two mini- 
buses from all over metropolitan Atlanta. Individual Ian* 
guage development and speech therapy are available for 
children who need specific training in these areas. Total 
communication is emphdsi2ed. One class is at a level of 
developmental readiness; the other may be characterized as 
pre-academic. Ten children are currently enrolled in the day 
classes. 

The pace of the diagnostic and educational evaluation 
has increased so that at this writing (11*1 72) evaluation has 
been completed on ten children; six are in evaluation now» 
and twenty are awaiting evaluation. 

The first two applications for evaluation from outside 
Georgia have been received. These two children are on the 
waiting list pending receipt of all their records. 

htfi*iMuent <»r (Iliililmi K%aiiiiiled 

Two children evaluated at the Georgia Centei were placed 
in regular classes for the visually impaired. One is in a 
self contained preschool class; the other in a regular first 
grade served by an itinerant teacher of the visually 
impaired. 

Three children were placed in classes at the Georgia 
School for the Deaf in Cave Spring in pre-primary and 
primary classes. 

Six children were enrolled at the Atlanta Area School 
for the Deaf. The Atlanta Area School is a state day school 
which now provides programs to pre-primary and primary 
deaf children in the six county metropolitan Atlanta areas. 
Part of its mission is to serve deaf children who function on 
the retarded level. 

One child is in the Early Childhood Training Program 
at the Cerebral Palsy School; one in the Early Childhood 
Language Development Program in DeKalb County; one in 
the Behavior Modification Program at Georgia Mental 
Health Institute. Others have been placed in training 
centers. 

The staff of the Georgia Center has been increased to 
accommodate the needs of the evaluation component and 
the day classes: 

1 Director 

1 Social Worker 
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1 Secretary 

3 Teacher-evaluators 

2 Teachers 

4 Teacher Assistants 
1 Child Care Aide 

(»iHir|rui Aradoiiiy tor the iiliiici 

The present program for sixteen deaf-blind children demon- 
strates that sone of the participants will be functioning at a 
significantly more independent level. In addition there is 
evident a need for a residential program to serve deaf-blind 
children at a lower level of functioning. Future plans and 
budget requests will reflect the need for changes in staffing 
to meet these needs. 

(Kialsiiiifl OlijfTliveA, ScIhkiI Year I97:t-7I 

The goal of the Deaf-Blind Program is to provide appro- 
priate and coVnprehensive programs in the state for all 
deaf-blind children, and to make available to the region the 
services that have been developed to serve deaf-blind 
children. 

OBJECTIVE 1. 

Continue to survey and identify deaf-tilind children and 
suspected deaf-blind children. Maintain the registry of 
deaf^blind children. 

Strategy 

1. Visit homes of children referred. 

2. Maintain registry of children eligible for evaluation. 

3. Disseminate brochure through SDE Newsletter; Geor- 
gia Department of Physical Health News, Department 
of Family and Children Services Bulletin* physicians 
and psychologists offices. 

4. Cooperate with the Department of Human Resources 
"Advocacy Program" to receive referrals and follow 
upon the children referred as potential candidates for 
service by the Georgia Center. 

£ valuation 

1. Record the number of requests for service* program 
presentations, etc. 

2. Record the number of children referred. 

3. Record the number of children eligible for evaluation 
and for the registry of deaf-blind children. 

OBJECTIVE ?. 

Continue providing evaluation and diagnostic service. 
Strategy 

1. Serve children eligible for the Georgia Center for 
Multihandicapped. 

2. Provide medical examinations as indicated. 

3. Assess psychological needs. 

4. Evaluate educational potential for e^ch child. 
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5. Recommend appiopriute placement. 

6. Provide for social, recreational and other needs of 
children. 

EyalMtion 

1. Record the number of children adiTiitted for multi- 

disciplinary evaluation. 
Z Record the number and type of pla* ^ment. 
3, Provide follow-up services to determine appropriate* 

ness of placement. 

OBJECTIVE 3. 

Continue the day program for twelve deaf blind children 
from the metropolitan Atlanta area. 

Strategy 

1. Define behavioral and instructional objectives for 
each child. 

2. Prescribe teaching skills to meet individual needs. 

3. Evaluate child's progress each month. 

4. Videotape interaction of teachers and children; chil* 
dren and environment. 

Eyaluathn 

1. Videotape regularly to assess child's progress and 
evaluate teaching strategies. 

2. Invite outside experts to analyze tapes in terms of 
objectives defined and goals achieved. 

1 Chart progress of child in self-help, activities of 
daily living, language development, visual and audi- 
tory training. 

OBJECTIVE 4. 



Rationale 

Recent referrals to the Georgia Program reveal the needs of 
very young multisensory impaired children and their 
parents for counseling, parent^child workshops and direct 
agency services within th^^ir horr,«: communities until their 
children are able to enter the diagnostic and evaluation 
program at Aidmore, for assessment of their educational 
potential and subsequent placement. Tliere is further need 
for follcw^up education and training services to parents 
whose children have been evaluated and who are awaiting 
placement. Placement may depend on an opening in an 
existing program, or upon a child's developing certain 
self-care abilities, or reaching a certain age. It may depend 
on community development of the right program to meet 
his needs. Follow-up services are essential to circumvent 
and reduce all these delays in placement The work of the 
social worker at the Georgia Center for the Multihandi- 
capped has provided much supportive help to parents, and 
much stirnulation to community agencies, but it has also 
uncovered the depth of need for regular parent^child 
workshops and other ^rvices within the ten congressional 
districts of the state and throughout the region. To meet 
these needs we aie requesting the position of parent- 
educator and comnHjnity services worker to be placed on 
the staff of the Georgia Academy for the Blind. 

Strategy 

1. Employ full*time parent*educator /community service 
worker to work in the field, to be placed on the staff 
of the Georgia Academy for the Blind to meet 
objectives four and five. 

2. Develop a parent education manual and other ma- 
terials for helping parents work with children. 

3. Workshops for parents and children. 

4. Provide parents with a list of helping agencies in 
immediate vicinity. 



Continue to seek placement of deaf*blind children in public 
and private educational programs. 

Strategy 

1. Consult with local school systems, community day 
care and training centers to place children in ongoing 
educational programs. 

2. Schedule presentations to personnel of state, local 
and community agencies to encourage and help 
implement lo' al services. 

£ valuation 
m 

1. Record the number of children referred to program; 
who are admitted and retained in programs. 

2. Record number of new programs and services offered 
throughout tho stdte. 



Bvatuation 

1. Record the number of parents and children worked 
with, the number of home visits made. 

2. Submit questionnaire or evaluation form to parents 
to evaluate effectiveness of manual. 

3. Chart improvement of children in areas of training by 
progress chart regularly marked. 

4. Record number of calls from parents for additional 
services. 



OBJFCTIVE 6. 

Expand the Georgia Academy for the Blind, Deaf 'Blind 
Unit program from sixteen to twenty deaf-blind children, 
and improve quality of program. 

Rationale 



OBJECTIVE 

Broaden th«» program of providing parent and child-home 
training in thi; died of deaf^ blind. 
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It has further become apparent, through the referral and 
evaluation services, that there is a great need for a 
residential program to serve the more M^veiely involved 
deaf-blind children of the state and region. To provide these 



services, more personnel are needed in education, child 
care, nursing and therapy to rreet the multifaceted needs of 
children who are at a low developmental level. Increased 
facilities are needed as well, so housing units will be added 
by the state to take care of additional multisensory 
impaired children. The number of deaf blind children will 
be increased from sixteen to twenty. 

Strategy 

1. Add staff: Language Development Teacher. Occupa- 
tional Therapist, two Teacher Aides, two House* 
parents, part-time Nurse, a Driver-Custodian. 

Z Add housing units. 

3^ Expand nursing servicei 

4. Provide physiotherapy and occupational therapy. 

5. Purchase auditory training equipment. 

& Purchase educational materials and supplies for older 
children. 

evaluation 

1. Keep detailed records on progress of children in 
language development, activities of daily living, visual 
and auditory ctevelopment. 

2. Maintain anecdotal records monthly summaries. 

OBJECTIVE 7. 

Design and develop sequential and individualized curricu- 
lum for preschool and school age deaf-blind children. 

Rattonaie 

Preliminary efforts of the educational staff at the Georgia 
Center, in the day classes, and in the residential program, to 
develop curriculum materials have provided baseline data 
and materials to each program. There is need now to 
develop a sequential curriculum which will be a structural 
guide to parents and houseparents, home teachers, thera* 
pists and teachers in the total training program necessary 
for young deaf-blind children. The Georgia program would 
like to employ a teacher-consultant to coordinate this 
activity as a prime responsibility during the summer of 
1973. No additional position or funds are requested for this 
objective. 

Strategy 

1 . Assemble other curriculum guides and study them. 

2. Employ curriculum consultant to work with teachers 
in writing up curriculum. 

3L Outline areas that would be covered in sequential 
curriculum guide. 

4. Prepare first draft of curriculum with subsequent 
revision until revision is completed. 

5. Publish multiple copies of revised sequential curricu- 
lum for dissemination of field testing. 

Eyatuation 

1. Field test and record recommendations of personnel 
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using curriculum guide. 
2. Revise accordinq to recommendations and needs of 
field. 

OBJECTIVES. 

Extend the diagnostic and evaluative services to de.^fblind 
children residing outside the state of Georgia. 

Rationate 

Requests from other states for educational evaluation of 
deaf-blind children make it desirable to extend the services 
of the Georgia Center to deaf-blind children from the 
region who need a long term evaluation. To be successful, it 
will be necessary to have pre-evaluation and follow*up 
services which are usually done by the social worker of the 
Georgia Center completed by the state which has referred 
the child. 

Strategy 

1. Invite other states to take advantage of services 
offered. 

2. Accept applications from other states within the 
Southeastern Region. 

3. Admit children who are or are >u&iJttcted of being 
deaf-blind to Georgia Center for the Multihandi- 
capped. 

4. Provide medical examinations as indicated. 

5. Assess psychological needs. 

6. Evaluate educational potential of each child. 

7. Recommend appropriate placement to coordinator of 
deaf-blind services in child's state. 

8. Provide observation and training opportunities to 
educators and community agents in referring states. 

Evaluation 

1. Record number of referrals received fruin other 
states. 

2. Record number of children served. 

3L Evaluate success of service in ter.ms of placement, 
services initiated at local level. 

OBJECTIVE 9. 

Encourage centralization of residential programs for deaf 
blind children confined to institutions. 

Rationale 

There are a number of deaf-blind persons who are residents 
of state institutions for the retarded* where they receive 
only minimal stimulation specific to their needs. The 
centralization of services to the deaf-blind within the state 
hospitals is essential to improve the quality of life for these 
persons. Education and training programs set up in one or 
two state hospitals, so that all deaf-blind persons in the 
state who require custodial residential care could be placed 
in hospitals where programs for the deaf-blind are available, 
would achieve this goal. 



Strategy 

1. Work with the Department of Human Resources to 
centrali/e services to deaf-blind persons residing in 
institutions. 

2. Meet with staff tepresentatives of state institutions 
and admissions offices to stimulate action toward this 
end. 

3. Provide observation opportunities and consultative 
help to institutions where deaf^blind students are 
patients. 

Evaluation 

Report actions taken by the Department of Human 
Resources to piovide coordinated and centralized services 
such as desi^ation of state facilities to handle such 
children and the number of new programs within institu* 
tions. 

OBJFXTIVC 10 

Provide in-service education to Georgia Program staff, 
educational, consultative and child care personnel. 

Rationale 

Changes in staff, in objectives, and the receipt of new 
infotmation and materials directed to the education and 
training of the deaf-blind require ongoing in-service educa* 
tion of personnel. 

Strategy 

In-service education schedule prepared. 
Evaluation 

1. Record improved sen/ices to children. 

2. Evaluate competencies and increased teaching techni- 
ques of staff. 

3. Recommend additional training programs. 

We Look to the Kiiliin' 

The Georgia Program for the Deaf Blind is a comprehensive 
program which has served the state's multi handicapped 
children since 1969. Each year the services have been 
expanded. It has been demonstrated that almost any service 
which is needed to serve deaf -blind children can be 
provided through the various components of the Georgia 
Program for the Deaf* Blind. 

rjirmit SlaliiH 

Gtf^ROIA CFNTF»> F f>W TUl MUl fr ^ANfJICAPPCn 

Evaluation Center 

The evaluation center located at Elks Aidmore Hospital in 
Atlanta, Georgia provides comprehensive evaluation for 
deaf blind children within the state ^^d region. The 



diagnostic evaluation includes psychological, educational 
placement, parent counseling and training 

Children being evaluated are residents of Elks Aid- 
more Hospital from Monday to Friday, for approximately 
two or three weeks. Parents receive training on Fridays 
vy^fien they come to pick up their children for the weekends. 
Each child evaluated is followed by social work services 
until placement is £::complished. Each educational place- 
ment IS re^evaluated annually, and children are re-evaluated 
before sut^sequent placement is made. One hundred and 
forty-five children have been evaluated since 1969 (includ* 
ing five re-evaluations); 124 placed; ninety-seven on the 
deaf- blind registry; 175 receiving social vjork services. 

Day Classes 

The educational component of the Georgia Center for the 
Multihandicapped provides two classroom units for multi- 
seivrory impaired children from the metropolitan Atlanta 
area. Transportation is provided from five different counties 
to the Doraville Center for Early Childhood, a DeKalb 
County School. Twelve children live at home and attend 
school on a day basis. Development of academic and social 
skills is the prime objective of this program, with the goal 
of placing children in traditional education programs in 
their local communities as scon as their communication 
skills have developed to such an extent that they can fit 
into classes. Seven children have t>ecn placed after training 
in day classes. Twelve are currently enroled. 

Curriculuni Guide to Services 

An extended guide to services to deaf oiind children was de- 
veloped by the staff of the Georgia Center during the 
summer and fall of 1973. It will be field tested and revised 
prior to publication in fiscal year 1974. 

Oeor^GlA ACADEMY FOR tHt BLIND 

Residential Education Program 

Deaf-blind children from throughout Georgia who need and 
can profit from a residential education program are 
accepted into the Georgia Academy for the Blind, Shurling 
Campus, where twenty multihandicapped children are 
served twenty-four hours a day. The prime objective of this 
component is to develop in a residential setting academic, 
social and community living skills commensurate with the 
child's ability. A fuH-tii^e director now coordinates and 
administers the multihandicapped program which includes 
the Deaf Blind Unit. 

Parent Education 

The employment of a parent community educator to serve 
the state is expected to increase significantly parental 
involvement in child progress. 

Other Services 

Current funding allows for contracted services of both a 
physical therapist and an occupational therapist as pupil 
neeHc dictate. 



OBJtC TlVt X 



A ^utoi -companion is being provided to a deaf blind child 
who IS enrolled in a class for preschool deaf children m 
Doiiqheftv County . Gt^oiQi.,, ihruugn a roiuiactual jiranqt* 
ment with the Southeast Regional Center for D».jf*Blind 
Children. In service tr uningwiMlie required for the person 
employed as tutor -compamor: irough the various services 
of the Georgia Program for the Deaf*Blind. 

(•cKils ami (>hjiH*livivs, Srlionl Vrar M^T^*?.! 

OBJCCIIVE I 

Contiiuie to survey and identify deaf blind and suspected 
deaf blind children. Maintain the registry of deaf -blind 
children. 

Strategy 

1. Visit homes of children referred. 

2. Maintain registry of children eligible for evaluation. 

3. Disseminate brochure through SDE Newsletter. Geor^ 
gia Department of Physical Health News. Department 
of "amily and Childr,?n Services Bulletin, physicians' 
and psychologists' offices. 

4. Cooperate with the Department of Human Resources 
" Advocacy Program'' to receive referrals and follow 
up on the children referred as potential candidates for 
service by the Georgia Center. 

B^/aation 

1. Record the number o^ requests for service, program 
presentations, etc. 

2. Record the number of children referred. 

3. Record the number of children eligible for evaluation 
and for the registry of deaf blind children. 



Continue the day program for twelve deaf-blind children 
from the metropolitan Atlanta area. 

Strategy 

1. Define behavioral dxyd instructional objectives for 
each child. 

2. Prescribe teaching skills to meet individual needs. 
3L Evaluate child's progress each month. 

4. Videotape interaction of teachers arid children; chil- 
dren and environment. 

Evaluation 

1. Videotape regularly to assess child's progress and 
evaluate teaching strategies. 

2. Invite outside expert to analyze tapes in terms of 
objectives defined and goals achieved. 

3. Chart progress of child in self-help, activities of daily 
living, language development, visual and auditory 
training. 

OBJECTIVE 4. 

Continue to .eek placement of deaf-blind children in public 
and private educational p . ^r^.ms. 

Strategy 

1. Consult with >ocal school systems, community day 
care and training centers to place children in ongoing 
educational programs. 

2. Schedule presentations to personnel of state, local 
and community agencies to encourage and help 
implement local services. 

Evaluatior^ 



OBJECnVE ?. 



Continue providing evaluation and diagnostic services. 



Strategy 


1. 


Serve children eligible foi the Georgia Center for 




Multihandicapped. 


2. 


Provide medical examinations as indicated. 


3 


Assess psychological needs. 


4. 


Evaluate educational potential for each child. 


5. 


Rec mmend appropriate placement. 


6. 


Pro^ \ for social, recreational and other needs of 




chile »ti. 


Evahjation 


1. 


Record the number of children admitted for multi* 




disciplinary evaluation. 


2. 


Record the number and type of placement. 


a 


Provide follow-up services to determine appropriate- 




ness of placement. 



1. Record the number of children referred to programs 
who are admitted and retained in programs. 

2. Record number of new programs and services offered 
throughout the state. 

OBJCC five b. 

Provide diagnosis and evaluation services and classes to 
deaf-blind children from twelve to sixteen years of age. 

Rationale 

Requests have been increased fo services to older deaf- 
blind students who are not presently placed in educational 
programs. 

Strategy 

1. Publicize availability of services through brochures, 
newsletters, conferences and workshops. 

2. Add one teacher position to the Georgia Center for 
the Multihandicapped to initiate day classes to serve 



older deaf blitni children tn tho motropohtan Atlanta 
area. 

3. Arrange evaluation schedule so that several older 
students may be received for evaluation at one time. 

Evaluation 

Evaluate success in terms of numlier of referrals received, 
placements effected for older students, available programs 
instituted throughout the state. 

OBJECT! Vt h. 

Expand the Georgia Academy for the Blind, Deaf-Blind 
Unit to from twenty to twenty-four children and further 
improve the quahty of the program. 

Rationale 

Training and learning for the multisensory impaired child is 
a slow and tedious process, and more personnel are required 
to meet the needs of children of low developmental level. 
Projected plans call for an increase in the number of 
deaf-blind children and for inclusion in the program of 
children who are more severely impaired. It is further 
hoped and expected that younger children can be brought 
into the program since the earlier formalized instruction 
can be implemented for a given child, the greater the 
probability for positive results. Staffing patterns must 
reflect increased number of children served and increased 
quality of services. 

Strategy 



1. 


Increase staff. 


2. 


Improve housing units. 


3. 


Expand nursing and medical services. 


4. 


Provide more extensive physical and occupational 




therapy. 


5. 


Provide a social worker to promote continuing parent 




involvement. 


6. 


Provide educational materials and supplies needed for 




program success. 


7. 


Make available to staff relevant consultant direction 




and in-service training. 


8. 


Increase effort to inform the general public of 




program objectives. 



E\faluation 

1. Maintain comprehensive records of chi'dren's progress 
in language development, activities or daily living, 
visual and auditory development. 



2. Maintain anecdotal records of student Ixfhaviors and 
monthly summaries of observed improvement. 



Work with other agencies to develop educational and 
pre-vocational programs for older deaf-blind children. 

Strategy 

Institute meetings with Georgia Oepartmi^nt of Human 
Resources, Vocational Rehabilitation, and Georgia Indus- 
tries and Sheltered Workshops to develop complex of 
services for pre-vocational and vocational deaf-blind stu- 
dents. 



Evaluation 

Evaluation will be in terms of number of services developed 
to serve pre- vocational and vocational deaf-blind students 
and placement of students in sheltered workshops or in 
employment. 



OBJECTIVE a. 

Provide tutor- companion to individual deaf-blind students 
enrolled in educational programs in local communities. 

Strategy 

1. Arrangements will be made through the Georgia 
Program for the Deaf-Blind for tutor-companions for 
local education agencies. 

2. Contractual arrangements will be made from South- 
east Regional Center for Deaf-Blind through the 
Georgia Department of Education to local education 
agencies. 

3. In-service education will be required of each person 
employed as tutor-companion through the Georgia 
Center for the Multihandicapped or the Georgia 
Academy for the Blind. 

Evaluation 

Careful records will be kept of each child's progress. 
Evaluation of success will be made from the child's progress 
through these records. 



Some Obst^rvatioiis on Sorvices tor the Deat-Blind 
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Scarcely ten years ago, any employment of deaf -blind 
people was considered to be remarkable; and, with the 
exception of a handful of highly superior individuals* the 
employment of the deaf*blind under fully competitive 
conditions was almost unheard of. 

VmU Si'rvicos lor tlir Deal'-Blitid 

The Industrial Home for the Blind has employed deaf-blind 
people in its sheltered workshops without interruption 
since 1918. In 1945, it inaugurated a program of specialized 
services for its deaf-blind clientele. This program began with 
the employment of a specialist in services for the deaf^blind 
and later added two more such specialists. The responsibili- 
ties of these workers fell into two broad categories: 

1. providing for the deaf-bhnd clients those specialized 
services required to meet the special needs growing 
out of their deafness and blindness and 

2. training the staff of the agency in methods of com- 
municating with deaf-blind individuals and providing 
consultation on ways in which services designed for 
hearmg blind persons might be adapted, where neces- 
sary, to serve the deaf-Mind. 

Through this program of specialized services for the 
deaf-blind* the agency's full program of services for hearing 
blind persons, with certain obvious exceptions — such as 
training in the playing of musical instruments, training in 
fine auditory localization, etc. - was offered to its 
deaf hiind clientele. As many as twenty-eight deaf-blind 
clients at a time were provided with employment m the 
agency's sheltered workshops. In conjunction with its social 
workers, rehabilitation counselors, rehabilitation teachers, 
and recreation workers, vhe specialists in services for the 
deaf-blind developed an active register of over one hundred 
deaf-blind individuals, providing, as needed, social adjustment 
services, rehabilitation counseling, training in skills of daily 
living, communication, and opportunities to participate in 
recreational activities of interest to them. 



In 1959, the Industrial Home for the Blind published 
a seven volume report on a study of the "Rehabilitation of 
Deaf Blind Persons" which it had conducted from 1956 to 
1958 with the support of the then Office of Vocational 
Rehabilitation of the U.S. Department of Health, Educa- 
tion, and Welfare. The report engendered a ireat deal of 
interest in services for deaf-Mind adults; but ^nis interest 
failed to result in any significant increase in services for the 
deaf-blind. 

Fiom time to time over the years, agencies for the 
blind provided employment for some deaf-blind persons in 
their sheltered workshops and training for others in their 
homes. However, these efforts, ganerally, were motivated 
by a desire to meet the r)eeds of particular deaf-blind 
individuals and failed to re^ch out to find and serve other 
deaf-blind people in their communities. Consequently, 
when those who were served moved away, or, for other 
reasons, withdrew from service, the efforts involved in 
serving, them lapsed and the experience and knowledge 
gained throu^ these efforts failed to benefit other deaf* 
blind individuals. 

It may be noted that, until recent years, deaf-blind 
children, with very few exceptions, were educated in 
residential schools for the blind. This probably resulted 
from the fact that the communication and mobility 
problems of the deaf-blind are more similar to those of the 
hearing blind than to those of the seeing deaf. This fact, 
too, together with the fact that work for the adult blind has 
a history of providing sheltered employment which extends 
over more than one hundred years, probably explains why 
the limited services that were provided for deaf-blind adults 
over the years were also based in the field of work for the 
Mind. 

National Oiitor for Dcat'-liliiid Youths anil AcIiiUk 

In order to take advantage of the high interest in services 
for deaf' blind adults engendered by the report published in 
1959, the Industrial Home for the Blind, with support of 



the Social dnd Rehabihtdtion Sctvice of the Depiirtmetit of 
Health. Education and Welfare, embarked on a regional 
research and demonstration project in 1962 which con- 
tinued until It was succeeded, in 1969. by the National 
CerUer foi Deaf BImkJ Youths an<i Adults. The pio|t»ct was 
designed to demonstrate the feasibility of rehabilitation 
services for the deaf -blind and to stimulate the development 
of such services for this group in state and local rehabilita* 
tion agencies. Withm a few years, a numl>er of break- 
throughs were achieved and. before the project terminated, 
several agencies were committed to provide sheltered 
employment and other services for the deaf blind and a 
number of deaf- blind individuals had lieen placed in fully 
competitive employment. 

Of sixty-two deaf-blind youths und adults who 
received evaluation ar>d rehabilitation training at the te*n- 
porary headiiuarters of the National Center prior to 
January 1, 1974. eighteen percent are working in fully 
competitive employment; thirty-one percent are in shel- 
tered workshops, eight percent are homemakers: five 
percent are employed in home industry or family business 
enterprises; eight percent aie enrolled in programs of higher 
education; three percent are continuing training .it other 
facilities; and five percent, who completed raining 
late in the year, are awaiting placement The . r.Jer of 
the group included three who returne' stodial 
institutions; two who are ill; one who w cii/ssified as 
"not deaf", six who are receiving servicis their homes, 
including two whose families would not permit them to 
accept employment; and two who died. In addition, 
through the joint efforts of National Center personnel and 
personnel of cooperating agencies, employment was ob- 
tained for sixteen other deaf^blind persons (four in com* 
petitive employment, eleven in sheltered workshops, and 
one in a home industry program), and we have information 
on still other deaf-blind persons who are employed, 

Fif<H ts ol' Karly SiKcess iii KoliabilitaticMi 

These figures reflect an encouraging beginning: but we see 
evidence of a fairly widespread misconception that the fact 
that success in the rehabilitation of deaf-blind persons is 
possible signifies that it can be achieved easily, without the 
need of special undi^ standing and special effort. There is 
sorre danger that n jny well-intentioned efforts to serve 
deaf-blmd people will prove to be abortive because of a 
failure to lay a solid foundation of experience and training 
for those who undertake them. Also, because of the 
widespread tendency to measure accomplishment almost 
exclusively in quantitative terms, we see a danger of 
concentrating primary attention on meeting the needs of 
the most capable and least handicapped deeif*blind indi* 
viduals in order to present a picture of inexpensive and 
spectacular success. 

A good part of the success in the rehabilitation of 
deaf-blind persons achieved during the past few years can 
be attributed to the groundwork that had been laid by the 
regional research and demonstration project which imme* 
diately preceded the National Center for Deaf -Blind Youths 
and Adults. While that project was designed to operate 
primariy within Regions I, II and III of the Department of 
Healthy Education, and Welfare, its services were extended 



into a number of other states on the request of agencies 
within those states, and it produced a ri.xle>-s of ex- 
perienced personnel as well as a fairly large number of 
personnel throughout the United States with a limited but 
significant amount ot experience in working directly with 
deaf-blmd individuals. The enthusiasm and the convictions 
which these personnel developed as a result of satisfying 
experiences in serving deaf-blind per:^ns had positive 
spillover effects on agency and community attitudes toward 
rehabilitation services for the deaf-blind in many parts of 
the country. However, while this and related developments 
certainly contributed to some c ^he current success in 
serving the deaf-blind, they cannot be expected to form an 
adequate foundation for the substantial expansion and 
improvement in services for the deaf-blind that will be 
required in the years ahead if deaf*blind people in the 
United States and 1' jurisdictions are to be afforded 
adequate opportunities for rehabilitation and self- 
fulfillment, further, we must recogniee that we have been 
passing throu^ a long period of expanding labor markets 
and interest in the welfare of severely handicapped people. 
With contracted employment opportunities and related 
consequences of the energy shortage and the increasing 
competition for government and voluntary funds to help 
meet the newly appreciated needs of large numbers of 
disadvantaged people, work for the deaf-blind will need to 
demonstrate its ability to realize solid accomplishments if it 
is to desen^e and receive the support it will require in the 
years ahead. 

V DefmitkHi of 'M>oal' lUiiid'' 

A prerequisite for a successful attack on any problem is a 
clear definition of the problem itself. A first, fundamental 
step in meeting this prerequisite for attacking the problem 
of inadequate services for the deaf-blind must be the 
development of a clear and objective definition of "deaf- 
blind." Sound planning to meet the needs of the deaf-blind 
requires the development of valid data on the composition 
and distribution of this group of handicapped people. This 
cannot be accomplished until we can decide on a criteria for 
determining who is "deaf-blind," if we are to avoid 
dissipating much of the money and effort intended to 
benefit the deaf-blind by serving people with marginal 
auditory and visual deficits or tiy serving those - such as 
the mentally retarded - who are sometimes mistaken for 
deaf-blind people, we must agree on a definition of 
"deaf-blind" that will help us to identify the individuals 
who have a proper claim to services offered under prograriis 
designed for this most severely handicapped group. 

Recognizing that the effect of the combination of a 
significant deficit in hearing and in vision may be greater 
than the sum of the effects of each of these deficits, we 
believe that a two-tier definition of "deaf-blind" is in- 
dicated: 

1. a liberal but clear definition that might be used as the 
condition of eligibility for isolated specialized services 
for the deaf-blind or eligibility for full-time enroll- 
ment in a rehabilitation program for the deaf, the 
blind, or the severely multihandicapped with spec- 
ialists available under the program to help meet the 
specific problems growing out of the combination of 



"ill 



significant auditoiy ami visual difficits, and 
2. a restrictive definition to assure that invididuals with 
very substantial auditory and visual deficits will Ih* 
given hi^^est priority for full service under special^^ed 
piogums designed to serve thi» dtMf hlind. 
The National Center maintains such a two tier de- 
finition. offering the full lesources of its residential 
evaluation and rehabilitation training program to those who 
fall within the restrictive definition of "deaf-blind" and 
making available a variety of specialieed services directly or 
through cooperating state and local agencies to those who 
fall withm the liberal definition of "deaf blind." Our 
two-tier definition, v^'e might mention, is adequately func- 
tional at present, but we hope to refine it as new knowledge 
and expertise become available for this purpose. 

Miiiitiii/iii^ tli«* ilaiiilirap 

It is a cardinal principle of rehabilitation that training 
around any handicap should not proceed until every 
reasonable possibility for reducing or eliminating the 
handicap has been exhausted. Unquestionably, the first 
possibility that should be explored is that which may be 
offered throu^ medical or surgical treatment: but, when 
the handicap itself cannot be reduced or eliminated, the 
limiting effects of the handicap can often be reduced 
through the proper use of sensory aids. Lenses, hearing aids, 
and other ocular and auditory devices can often be used to 
maximize the usefulness of residual vision or residual 
hearmg. However, another means of minimizing the handi* 
capping effects of deafness and blindness is the employ- 
ment of mechanical and electronic aids to enhance the 
usefulness of the remaining senses. 

Various devices employed in the reading and writing of 
braille are now conventional. The Opticon. an electronic 
device that makes it possible to read ordinary print by 
touch, has already proved to be of value and holds much 
promise for some deaf blind individuals in computer pro- 
gramming, in studying, etc. A number of electronic devices 
for the wireless transmission of vibratory signals have 
proved useful to alert deaf blind persons to the ringing of a 
doorbell, the sounding of a fire alarm, etc., and we now see 
good promise of greatly improving the versatility and 
reliability of this method of communication in the near 
future. The transmission of braille by telephone has been 
amply demonstrated and holds exciting promise for in^ 
creasing the ability of deaf blind people to communicate 
with each other over considerable distances and, through 
the use of available typewriter keyboard and visual print- 
out add-on d3vices, to communicate with people who can 
see and who have not had occasion to learn braille. We may 
hope that, in the not too distant future, the transmiss*on, 
by radio, of braille and/or embossed print will make it 
possible for deaf blind individuals to communicate with 
almost anyone in their immediate vicinity without the 
necessity of maintaining physical contact with such a 
peison or depending on a telephone line connection with 
him. Such an accomplishment will offer not only practical 
benefits to the deaf blind individual but will provide him 



with a kind of emancipation from the need to accommo* 
date himself to the location and movements of others in the 
course of communicating with them that may hold impor- 
tant psychological benefits for him. 

Research in the development and evaluatior'i of 
i^ensoiy aids has, too often, been dismissed as mere 
gadgeteering. In the past, many starts on the development 
of sensory aids have been made by voluntee*'s and even by 
professional engineers who have iiOt had the lunds or the 
opportunity to carry their work in this area beyond the 
excitement of its novelty. We are now in a fairly good 
position to conduct well-planned^ iong^range research in the 
development of sensory aids for the deaf-blind. This kind of 
research has already paid gooo dividends and there is a need 
to conduct much more of it on a coordinated basis tc avoid 
duplication of effort and to pool the results of all 
competent effort in this area with the objective of giving 
the deaf*blind their fair share of what modern day 
technology has to contribute toward the minimizing of 
their handicap. 

Pmu'pticni ami (a^iiceptiializatHia 

There is a great deal of research that needs to be done into 
The means of perception and the methods of conceptual iza- 
tion of deaf*blind individuals. We need to study the more 
subtle aspects of body language so that the deaf-blind 
persons might be taught how to enhance their ability to 
sense the attitudes, the moods, and the reactions of the 
people with whom they communicate through the clasp of 
the hand, the rhythm of the walk, the presence or absence 
of tenseness, eta Even many of us who have a great deal of 
contact with deaf-blind people and who think we hawe a 
fairly sophisticated understanding of them are often as- 
tounded at the thoroughness and accuracy ot the assess* 
ments that some of them can make of other people through 
seemingly casual contact. We neeo to learn more about how 
this i» accomplished. 

We need to study how to preserve, strengthen, and 
enhance imagery acquired before the loss of vision or the 
loss of hearing. In this connection, we need to study the 
extent to which information acquired through one sense 
can be converted into the language or medium of another 
sense. People who lose their sight report that they visualize 
environments in which . y formerly lived with sight as 
they saw them but thai, when they return to such 
environments, they can largely update the picture of the 
environments which they have preserved in their mind's eye 
with information they acquire through touch, sound, the 
kinesthetic sense, and even the olfactory sense. Some 
people who have, or who have had, a small amount of 
vision report that they are visually minded and that they 
can enhance their visual images with information they 
acquire through their remaining senses but which they 
could never perceive visually. Totally deaf (leople who lost 
their hearing in childhood demonstrate their ability to 
reptnrKice melody and other sounds that they may not have 
experienced for many years. Some of them show an 
uncanny sense of the appropriateness of the sound aside 
from the meaning - of a word or a phrase m a sentence. 

We speak a good deal about blind people learning 
through the sense of touch, despite the fact that the sense 



of touch provides little or no information beyond that 
related to temperature, texture, and the shape of very small 
obiects. Relationships, proportion, size, etc., except where 
very small dimensions are involved, are perceived through 
the kinesthetic sense tunctioning in conjunction wiih the 
tactual sense. The fingers, the hands, the arms, and the feet 
and legs are employed in the use of the kinesthetic sense 
(depending upon the size of the object or the area that is 
being examined). We know of no text or manual on the 
techniques of perceiving throu^ kinesthesis and touch. 
There is a need to study the operation of these senses and 
to develop and record techniques for teaching how to make 
best use of them. 

The foregoing are only randomly sei'^cted examples 
of areas that require careful study to improve ou*^ ability to 
teach deaf blind children and adults how to broaden and 
hotter particularise their knowledge and increase their 
s ills. We do not believe that very much real understanding 
in these areas can be achieved through conventional 
techniques of research. We must depend very largely on the 
introspection and insight of perceptive, sensitive deaf-blind 
individuals for gathering information in these areas. Re- 
search in these areas, we believe^ requires investigators who 
are highly competent in the use of sound research technic 
ques, who have nad extensive experience in worf^ with the 
deaf*blind, and who can maintain a close and sensitive 
relationship, based upon genuine mutual respect, with the 
dedf>blind individuals involved in their research. The inves- 
tigator and the subjects of his study in such research, we 
believe, should undergo a period of joint training to 
minimize semantic differences in their thinking and to 
achii^ve a high degree of common purpose for the research 
which they will jointly conduct. Through careful inter- 
views, strengthened by thoughtful prodding and question* 
ing, the investigator should elicit from the deaf-blind 
subjects as much information as possible about how they 
think, the content and structure of their imagery, and the 
capacities and limitations that determine it. From such 
information, the investigator may form impressions and 
postulate hypotheses, lich should be subject to critical 
examination by the uibjects, that might be tested for 
reliability and validity through conventional .esearch tech- 
niques. Only through such an approadi, we believe, can 
meaningful information be developed that could be useful 
in the education and rehabilitation of deaf-blind people. 

Staff Devolopineiit 

Unfortunately, the limited experience in the field of 
services for the deaf- blind and tfie meagemess of the 
literature that exists in this field provide little opportunity 
for accelerating the preparation of the staff that is required 
to meet the challenge that confronts us, a challenge of 
overcoming a substantial delinquency in the development 
of adequate skill and knowledge to meet the educational 
and rehabilitative needs of most deaf-blind persons. Far too 
little essential knowledge can be acquired throu^ studying 
the literature and there are far too few individuals who have 
experience :o impart that can provide an adequate apprecia- 
tion of the special needs and potentialities of deaf-blind 
people and of the skill and knowledge that can help to meet 
these needs and realize these potentialities and further, who 
are in a position to point out the vast area of misinforma* 
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tion and i^ck of information in the field of services to the 
deaf-blind. There is no way to effectively bypass any 
substantial part of the time^nsuming necessity for learn* 
ing by doing. To work with the deaf-blind effectively, it is 
essential to acquire experience to provide a framework in 
which to adapt the skills and knowledge that comprise the 
various helping professions that can contribute to this 
work. Teachers in the field of services to the deaf-blind and 
consultants in this field cannot be created by the mere 
acquisition of appropriate payroll titles. Experience is an 
indispensable ingredient in the qualification to teach new 
and prospective workers in the field of services to the 
deaf-blind and to provide nneaningful consultation in this 
field. We stronyly believe that, during the next ten or 
fifteen years at least, teachers of new and prospective 
workers in the field of services for the deaf-blind should be 
limited to individuals who, despite any other qualifications 
they may have to offer, devote some of their time to 
performing the skills they teach and consultants should be 
individuals who are closely involved in the activities and the 
kind of planning in which they offer consultation. 

Training in SmicoM 

The National Center offers a one week program of 
Training in Services to Deaf-3lind Youths and Adults to 
workers in agencies for the blind and agencies for the deaf 
and to others who are likely to work with deaf blind 
persons. This program includes four and a half days and 
three evenings of training, consisting of lectures, seminars, 
observation, and practicum. 

A large amount of individual attention is required by 
those who enroll in this program to enable them to relate 
the skills and knowledge they acquire under the program to 
the responsibilities of their respective professional posi- 
tions. Because of this, we find ft desirable to limit 
enrollment in each section of the program to six. Also, 
because the staff who instruct in this program are the same 
staff who provide rehabilitation services for deaf-b*ind 
trainees at the National Center and who, from time to time, 
are called upon to provide consultation and demonstration 
services for other agencies interested in serving the deaf- 
Jbltnd, the program cannot be repeated more than four or 
five times a year without running the risk of attenuating the 
rehabilitation services offered by the National Center. 
Despite this, seventy-nine staff members, d**awn from 
thirty-six states and the District of Columbia, completed 
the program prior to the first of this year and at least thirty 
more are expected to complete the progiam before the end 
of the year. Most of those who have completed the program 
devote significant portions of thei^ time to serving deaf- 
blind clients of their employing agencies and cooperate very 
closely with the :taff of the National Center. The quality of 
this cooperation may best be seen In the fact that the 
center's regional representatives frequently characterize 
nruiny of the workers who have completed the program as 
adjunct staff of the center. 

Counterpart training is offered to individual workers 
employed by agencies cooperating with the National Center 
when it IS clear that this training will result in the early 
introduction or expansion of a specialized service for 
deaf-blind persons. In this training, which is generally 
planned for a two week period, the worker invests several 



days in observing the lehatiiliidiion aiid research programs 
of the Nationai Center and m becoming familiar with the 
objectives and philosophy that underlie these programs. 
During the balance of the training period, the workei trains 
with his counterpart at the National Center - if he is a 
rehabilitation counselor, he will aain with the centei's 
rehabilitation counselor, if he is a mobility instructor, he 
will tram with the centei's mobility instructor, etc. Thisaf* 
fords him an opportunity to observe and practice the 
special approaches and techniques employed in adapting 
and supplementing the skills and knowledge of his pro^ 
fessional discipline to serve deaf blind persons. 

Field training has been offered to graduate and 
undergraduate students in social work, speech therapy, and 
audiology. To the extent that the den>ands on its staff dnd 
resources will permit, the center is prepared to offer field 
training in these and in any other area in which it is 
qualified to do so, provided the training is requested by thf 
students involved and provided these students show some 
promise of using this training to benefit deafblind persons. 
The National Center is not equipped to serve as a regular 
field placement resource for colleges and universities but it 
is eager to do what it can to strengthen the interest in 
service to the deaf-blind of college and university students 
v^o may be potential workers in this field of service or 
who may enter allied fields of service where they may be 
able to contribute to the expansion of services for 
deaf-blind people and the acceptance of deafblind in- 
dividuals in the professional and/or lay communities. 

After the National Center moves into its specially 
designed permanent facilities which are now undet con- 
struction, it hopes to expand and diversify its staff 
development and training services. It will continue to offer 
short-term training for new and prospective workers in the 
field of services to the deaf-blind who have completed their 
professional or par apro fessional training or whose work 
may not require such training. In addition, it plans to 
affiliate with oite or more universities and to provide 
long-term training in conjunction with graduate and under- 
graduate programs of study in the various professional 
disciplines that fill important roles in serving deat-Uind 
persons. This training will be offered to individuals in* 
terested in careers in service to deaf-blind persons and. in 
some cases, may provide fellow^ipsand residencies. 

One of the best promises for substantially expanding 
resources for the rehabilitation of deaf-blind youths and 
adults. )Ne believe, may lie in the training of specialists in 
sen/ice to the deafblind for work in rehabilitation agencies 
for the blind, the deaf, or the severely multihandicapped. 
Many individuals who are deafblind within a liberal 
definition of this term under the kind of two-tier definition 
referred to earlier in this paper and some, perhaps, with 
more serious auditory and visual deficits than this group 
could probably be well served in rehabilitation agencies 
which do not specialize in senfices for the deaf-blind but 
which are interested in serving them. Such agencies, 
prepared to supplement their regular personnel with spe* 
cialists equipped to help meet the unique problems that 
grow out of the combination of deafness and blindness - 
those in the area of communication, for example - and to 
help the regular personnel to adapt the use of their skills 
and knowledge to serve their deaf-blind clientele, could 
make it possible to serve many deaf-blind individuals in or 
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close to their home communities and to avoid an unneces- 
sary drain on the facilities and services of the National 
Center which are designed for those deafblind individuals 
who require comprehensive, in-depth specialized evaluation 
and rehabilitation training. We anticipate that, in time, such 
agencies - with the help of the National Center's regional 
representatives and other consultants, where required - will 
serve many times as many cfeaf blind youths and adults as 
will be served at the headquarters of the National Center. 

Kt>le of the National Center 

We expect that the clients served at our headquarters will, 
generr-^lly, be deaf-blind individuals with reh^ilitation 
needs that will require a full staff of specialists in services 
for the deaf-blind and the kind of specially designed 
facilities that will be available only at our headquarters, in 
this way. the National Center will serve as a court of Ust 
resort for those deaf^blind clients who could not be served 
at other agencies and. at the same time, will provide an 
opportunity for developing and testing rehabilitation me- 
thods for serving severely handicapped deaf-blind persons 
which could be used to enhance the capacities of agencies 
cooperating with the National Center to serve many of their 
deafblind clients. The National Center, too, will serve as a 
clearinghouse for problems and achievements in service to 
deaf-blind persons of agencies cooperating with it so that 
the experience of all of these agencies mi^t be pooled with 
that of the National Center to provide a source of ideas and 
information that should be helpful in furthering both their 
collective and individual efforts on behalf of deafblind 
persons. The research resources of the National Center will 
be dedicated to meeting those needs for special skills, 
devices, and infr>rmation which emerge from the total 
efforts of all cooperating agencies interested in the rehabili- 
tation of deafblind individuals and its research depart- 
ment will make inaximum use of the experience and 
thinking of these agencies in its research efforts. 

The worth of whatever provisions all of us make for 
the education and rehabilitation of deafblind children, 
youths, and adults will ultimately be determined first, by 
the effect that these provisions have on the quality of life 
of the dcaf-blind individuals served by them and. second, 
by the number of individuals we serve effectively and the 
severity of their auditory and visual deficits. While remun- 
erative employment is a very important objective for many 
deaf-blind persons, it must not be allowed to become the 
sole criterion for determining their success or failure. 
Because this objective is so difficult to achieve with a major 
deficit in the two most important 'enses, we sometimes 
tend to lose sight of the fact that quite a number of 
deaf-blind persons - like many nonhai^dicapped people in 
the population at large - have no need for or any interest 
in remunerative errployment. Many of these desire nothing 
more than to be able to effectively fill their role as 
homemakers. Others aspire to an active participation in 
their families' enterpriser Still others yearn to further their 
education, increase their self-reliance, or achieve any one of 
a number of objectives - sometimes, seemirigly trivial 
objectives - to enhance their sense of their own worth and 
their ability to receive the respect of those whose esteem is 
important to them. Even a deafblind individua' who, as a 
result of prolonged and severe deprivation or of severely 
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limited personal endowments. h%is lived a life of neariy total 
dependence who can be helped to significantly reduce his 
dependence can be considered as rehabilitated if his 
achievement represents an optimum use of his residual 
capacities drul piovides him with d ^*»nse of ^>t»rsor^al 
accomplishment and satisfaction. 

Because education and rehabilitation are provided 
under separate auspices and in separate settings, we tend to 
forget that they are - or, that, at least, they should be - 
integral parts ot an extended effort to help the individual 
achieve self-fulfillment and a contributing role in his 
community. Since among the deaf-blind - as among any 
t^ioup of individuals - potentialities and aspirations are 
varied, there is need to provide as much diversity as possible 
in the rehabilitation programs we offer. We should be 
careful not to allow our concern for one segment of the 
dedf blind population to cause us to become so preoccupied 
with its needs as to overlook the important needs of the 
entire deaf -blind population. 

Our cortcern for the needs of those children whose 
deafness and blindness and, often, additional handicaps are 
the result of rubella can easily distort our perspective of the 
challenge of providing appropriate services for all of the 
deaf-bMnd. Without in any way minimizing our reSpon- 
sit>ility to help to meet the needs of the rubella children 
with whom we are now concerned, we should not lose sight 
of the fact that there are some children who are deafblind 
as a result of causes otfier than rubella and that some of 
these have potentialities that will not be adequately 
developed through programs designed for low-functioning 
deaf-blind children. Also, vje should bear in mind that for 
every deaf-blind child in this country, there are probably 
about nine deaf-blind adults, most of whom have been veiy 
^riously neglected Many of these deserve the very earliest 
and very best assistance we can offer to help them achieve 
some satisfaction out of life. 

With the high incidence of deaf-blindness caused by 
rubella, it may be difficult to realize that deaf-blind 
children probably comprise no more than about ten percent 
of the tot.?* deaf-blind population. When retrolental fibro- 
plasia was responsible for eighty to ninety percent of blind 
children of preschool age in the early 195(ys, many felt 
that blind children constituted a large part of the total 
blind population. Yet, as late as 1966, twelve years after 
the cause of retrolental fibroplasia was identified and the 
condition became largely controlled, it was found that 
blind children under the age of twenty comprised a/mosf 
ten percent of the blind population. (1) In tacts About 
Blindness (published by the American Foundation for the 
Blind) we note that "about ten percent of the world's 
population is of school iiqe/' In view of these facts, even 
though we have no reliaole figures to indicate the portion 
of the deaf population that is of school age. we can assume 
that deaf-blind children of school age comprise no more 
than about ten percent of the deaf-blind population. 

Some people seem to feel that efforts and resources 
expended in f«rving deaf-blmd adults reduce our capacity 
to prepare to meet the needs of deaf-blind children when 



1. National Society for Prevention of Blindness. MSPB Fact Book . 
New York. National Society for Prevention of Blindness, Inc., 
1966. 
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they become adults; but we can feel reassuied in the 
knowledge that in meeting our obligation to deaf-tilind 
adults, we are incidentally, but significantly, serving deaf- 
blind children: skills, devices, and information that prove 
effective to seive today's deaf blind adults will he available 
to serve today's deaf'^blind children when they become 
adults; and experience in serving adu* s helps to make clear 
the challenges and the opportunities that await today's 
children in the years ahead so that their education today 
can be better geared to meet the challenges and make good 
use of the opportunities that lie ahead. 

Nml tor (laiitioii 

We see some danger of prejudicing the future of many 
deaf-blind children, particularly, the rubella children by 
precipitous action prompted by planning based on inade- 
quate and unreliable information. There seems to be a fairly 
widespread tendency to accept the extremely rough esti- 
mates as to the size, composition, and distribution of the 
population of deaf-Mind children as an adequate basis for 
planning facilities and programs to serve the needs of these 
children in the i980's and beyond. It appears to us that 
these estimates are based, to a large extent, on hearsay 
evidence - reports of x number of deaf-blind children in a 
given geographic area, a particular hospital system, etc. We 
hear that there are 5,000 deaf-Uind children in the United 
States. Yet, we have never had any indication that an 
unduplicated list exists of 5,000 names and addresses of 
children who have been determined or even judged to be 
deaf -blind on the basis of any widely understood, let alone, 
widely accepted, criteria of deafness and blindness. We 
don't know whether even minimum demographic data is 
available on any substantial portion of the 5,000 children 
that are reported to be deaf-blind and we are certain that 
ophthalmological or optometric and otological or audio- 
logical data is not available to establish the deafness and 
blindness of these children. 

Our comments in the foregoing paragraph are not 
intended to imply any aiticism. We hope they may serve to 
point up the advisability of working toward the develop- 
ment of specific objeciive criteria for determining who is 
deaf-blind and of accumulating sufficient reliable data on 
deaf-blind children - as well as on deaf-blind adults - to 
pro«Mde a sound basis for long-range planning. 

ProiKranis ;;iid Farililirs 

We believe that there is time to gather more data, to do 
more thinking, and to explore the extent to which existing 
programs and facilities can be used to meet the needs of 
today's deaf-blind children when they become adults. Very 
likely, most of these children will be found to be deaf-blind 
as a result of the 1964-65 t ubella epidemic. This means that 
they will be only fifteen or sixteen years old in 1980. It has 
already been determined that many of them will require 
total custodial care for the rest of their lives. A number of 
them will be found to be capable of entering fully 
competitive employment including, in some cases, techni- 
cal, professional* or administrative work. The challenge of 
this latter group will have to be met on a highly 
individualized basis and will tax the imagination, ingenuity. 



eneigv. and fdith ot (fvi*ivonif cor ceined in then education 
and rehabilitation. Ii is the intermediate group, with 
capacities that r3nge ftom extreme inadequacy for any 
significant degree of independence to adequacy for a high 
degree of mdopendenre tn .in addpted i»nvironment offering 
appropriate help (or whom fairly broad special provisions 
will have to be made. 

Many of the children in the intermediate group will 
present major educational problems. We hope that the 
schools and other educational programs that serve them will 
resist the temptation to avoid these problems by giving up 
too soon on the children who present them or by moving 
these childien into rehabilitation programs too eady. The 
educational setting, which is typically available to a child, 
over a period of twelve years or more and which offers an 
opportunity to coordinate teaching with emotional and 
intellectutil readiness for learning during the various stages 
of an individual's basic development, affords opportunities 
for teaching and training which, if not used, will never be 
available to the same degree in adulthood. We all need to 
remind ourselves that ineducability. untrainability. and 
nonfeasibility for rehabilitation reflect not only the limita- 
tions of the individuals who suffer from these conditions, 
but. equally, the inadequacies of the individuals and 
programs available to serve them. Those whom we cannot 
serve adequately present us with the greatest challenge to 
improve our ability to serve and should be retained in our 
programs as long as possible for their sakes as well as for the 
opportunities thev afford us to improve our knowledge, our 
skills, and our programs. 

The experience of the National Center demonstrates 
that many properly trained deaf-blind adults can be well 
served by existing sheltered woikshops and work activity 
centers. It may very well be thai rusideritial work activity 
centers or some sort of similar programr which will 
combine work with continuing reinforcement of rehabilita* 
tion training on a very long-range or permanent basis will 
prove to l)e required for low-functioning deaf-blind people 
who do not need and who are damaged by total custodial 
care over a p otracted period of time. Before building 
facilities for w.oh programs, we might do well to determine 
the availability of unused or under used facilities that could 



lie adapted for use in serving low- functioning deaf blind 
people. Even if it proves advisable ultimately to build 
special facilities for this purpose, we think, based on our 
experience at the National Center, it would be desirable to 
use borrowed or rented facilities temporarily to afford an 
opportunity to acquire the kind of experience that will 
indicate what might be required in the location and design 
of the facilities to be built for permanent use. 

In planning a program to provide limited employment 
for severely handicapped, low-functioning individuals, there 
are considerations that are too often overlooked vvhich can 
make the difference between success and failure in the 
program, in addition to studying the composition and 
distribution of the group to be served, the kind of 
professional and technical services that will be required to 
meet their needs, and the kind of environment that will be 
likely to be conducive to good emotional health for the 
group, it is important to determine what kind of work they 
can produce within their limited capacities that is likely to 
be of salable quality. Marketing research to determine the 
availability of suitable subcontract work and the size and 
location of markets for products that might be produced by 
the group to be served should be used to provide important 
input for planning the location, size, and equipment of any 
facility to be designed to provide residence and employ- 
ment for any severely handicapped group. 

(llosiii|S ('oiiiiiifMit 

We are very mindful of the fact that every participant in the 
meeting (or which this paper has been prepared will be 
expected to read the papers of all the other participants. We 
have tried to touch on a number of subjects that we think 
might be profitably discussed at the meeting without trying 
to fully develop any of these subjects. This effort has been 
our contribution to the objective of keeping the reading 
required to prepare for the meeting to a minimum. We are 
afraid that we have fallen short of meeting this objective 
well; but we hope that we have produced a paper that will 
warrant, at least, a quick perusal and that will result in 
some discussion from which many of us may benefit. 
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IVaclior Training Proj^aiiiM 

During the 1972-73 academic year, seven colleges and 
universities graduated one doctorate, one educational spe- 
cialist, thirty-six rr^aster's and eight bachelor's degree 
teachers plus twelve certification only teachers of deaf- 
blind children. In addition to these, there were sixteen 
master's level and one post-master's who completed pro- 
grams in the education of the severely handicapped, not 
specifically the deaf-blind, and nine een master's level 
graduates of programs for the severely handicapped child of 
preschool age. 

The number enrolled in preparation programs for the 
deaf-blind during the current year includes six doctoral 
students, one educational specialist, one hundred and 
eighteen master's^ ten bachelor's and forty certification 
only students. This should not be interpreted to mean that 
there will be a gigantic increase in the number of graduates 
this year, as some programs are more than a year in length 
and the number also includes part time students who may 
require several years to graduate. It seems probable, 
however, that the number who graduate will be at least 
double that of last year. The number of graduates of other 
programs for the multihandicapped and those for preschool 
muitihandicapped may also be expected to double in 
numbers of graduates. 

The above numbers refer to students in eleven 
colleges and universities, most of which are now at full 
capacity in these programs. However, several additional 
institutions are in the process of beginning programs for 
teachers of multihandicapped children. One of these is 
being developed by a person with specific training and 
experierKe as a teacher of deaf-blind children. 

lii'.S*r%ire Traiiiiii:: 

In spite of the drama; ic increases in the numters of 
pre-service graduates of special programs and in the number 
of institutions of higher education offering this type of 
personnel preparation, it seems probable that there will 



continue to be a need for increased in-service training in the 
various educational delivery systems and in colleges and 
universities, whether funded through the regional centers, 
state education agencies or the institutions of higher 
education. In addition to In-service programs for those who 
have been employed without special training as teachers of 
deaf -blind children, there will also continue to be a serious 
need to provide programs for up-dating previously trained 
te&chers. 

Much in-service training occurs spontaneously, as in 
the case of the team of experts in the areas of speech and 
hearing, visual handicaps and others who share their 
knowledge and techniques. It may be assumed that ideally 
every team serving deaf-blind children would have at least 
one member who has had training as a teacher of the 
deaf-blind. Even with the increased number of graduates of 
these special preparation programs it seems unlikely that 
this will become a reality in this decade. 

Pi*eproteHKioiial Training 

The shortage or lack of personnel with any training or 
experience in working with deaf-Uind children appears to 
be most acute in institutional settings. A special project 
being undertaken by one regional center should provide 
some improvement in these situations as well as in settings 
where additional staff members are needed to complement 
the work of more hi^ly trained teachers. Students with 
majors in special education from colleges near institutions 
and other settings v^ere there are or may be programs for 
deaf-blind children will be given an intensive summer 
practicum with deaf-blind children as a pre-service training 
experience, to be followed by close supervision in either a 
job or an internship experience. 

ParaprofeNKMHial Training 

Since the Division of Personnel Preparation is now funding 
programs in community and junior colleges, a more 
qualified group of paraprofessionals should be ready to 



assiht in dll l\i}^s uf suttinys. Ihi* tyin' of tiiiininq might 
include daily living skills dnd orientation and mobility 
within a lestricted environment such as an institution, or 
training to assist in developing pre vocational or vocational 
skills, oi to serve as tecuMtmn aules. 

(ituiliuiial ami Voralioiial 1raiiiiii«* 

Those involved with personnel preparation of teachers of 
deaf blind children have begun to provide the students with 
experiences in pre-vocational and vocational programs for 
mult ih and icdpped children and youth, where such exist. 
One or two have added some emphasis on this aspect in 
their preparation programs. However, the demand for the 
graduates to work with children, many of whom are 
functioning on a preschool level, is so great that the greater 
emphasis continues to be on motor, social, language and 
cognitive development, and behavior management. It has 
been suggested that these teachers might be retrained to 
provide vocational training to older deaf-blind children . 
This may prove possible for some, but it seems more 
probable that they will continue to serve children function* 
ing on a younger level. This seems especially probable since 
many of the facilities in which they are now working with 
dedf*blind children also serve other severely handicapped 
childten for whom many of the same teaching skills are 
needed For tbose who choose to work witn older 
deaf-blind children in developing pre vocational and voca* 
ttonal skills and further skills in independent living, sr)ecial 
programs for retraining will need to be developed. It is 
possible thit they may be joined by others from other areas 
of special education \tMete there may be surpluses in the 
near future. Unfortunately, there are few models on whirh 



to build programs to prepare personnel foi vocational 
education for the handicapped. Despite the declaration of 
career education and vocational education as (muiities with 
the U.S. Office of Education and specific statements 
regarding ihis by the Division of Personnel Piepaiation of 
the Bureau of Education for the Handicapped, only four 
programs have been identified as especially directed to this 
purpose, two of these having been granted to state 
education agiMicies. .. tailor-made to their state vocational 
education patterns. 

lh'\elopiiM'iil of NoH Pnftgraiiis 

Judging from experience with the personnel preparation 
programs which have been developed thus far, it seems wise 
to consider that new programs should be geared to serve 
severely multihandicapped children including the dedf*blind 
rather than exclusively the latter. This would enable the 
establishment of larger programs with several faculty 
members with a variety of backgrounds to contribute to the 
students. The problem of beginning new programs or 
redirecting established ones should not be as great as was 
experienced five years ago when there were only two 
preparation programs for teachers of the deaf-blind, each 
serving the neightoring residential school that mothered it. 
There is the opportunity of profiting by the experience of 
establishing early childhood personnel preparation facilities, 
and there is the recognized need for teachers of severely 
handicapped children and youth brought about by new 
^xaie legislation and litigations. Fortunately, there isexper- 
terice that tells how it can be done. Theie s no question 
aU)iit when . . 1980 IS NOW. 
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Characteristics of the Population 



Potentials of Rubella Deaf-Blitid Children 
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Ten years have now elapsed since the dark days of the 
1964 65 rubella epidemic. We are now able to sit back in 
sober fashion and measure some of the consequences. One 
of the most serious of these consequences and the one of 
g^eatest concern to us here is the estimated population of 
5.000 children born in this epidemic who have both hearing 
and visual defects or, in other words, who are deaf-blind 
children. 

Thanks to the tireless efforts of many people, profes- 
sionals, parentis, and lay persons, and to a sympathetic and 
responsive Congress^ a large percentage of these deaf-blind 
children i^ow find thEmsclves in stimulating programs de- 
signed to cievelop their human potentials. However, the 
potentials of children who are visually and auditorially 
impaired from rubella are not easily understood by the 
casual observer or even by those of us who have been 
working with them for the last ten years. As if the deafness 
and blindness of these children W3re not enough to tax 
our understanding, we quxkly discover that large numbers 
have additional complicating handicaps. Many are mentally 
retarded, some of them severely so* Many of them seem to 
demonstrate some form of perceptual dysfunction beyond 
the deafness and blindness. It is as if the same destructive 
force that damaged hearing and vision, also, in a fiendish 
way, scrambled the circuitry on the switchboard of the 
central nervous system. Perhaps related in some way to 
these factors already mentioned is the characteristic of 
emotional disturbance commonly found among these diii- 
dren, to say not>^»ngof the emotional frustration that often 
appears in those who must care for them* If there is truth in 
the comments just recorded, it would seem most appro- 
priate that we analyze and study the potentials of thefe 
children with a view of projecting both their needs as adults 
and the contributions they are likely to be able to make in 
our society. 

(Haseiifiratioiis 

To classify deaf blind children into groups is rarely appro- 
priate and IS often unfair to the individual for each child. 



even if he is deaf-blind, has his own individual characteris- 
tics, his peculiar strengths and weaknesses, and his own 
peculiar desires and goals. Yet. for us to understand in 
broad terms the scope of the problems we face with 
deaf-blind children, it seems necessary to distinguish some 
broad groupings. Let us for the sake of discussion, 
therefore, identify three of these broad groupings and then 
go on to consider the potentials represented within each 
g^oup. We must remember, of course, that the boundary 
lines between these groups are vague and flexible and that 
there can be overlapping as fai as particular characteristics 
of individual children are concerned. 

For the purpose of this d^scus^on, let us use these 
classifications: 

1. Middle trainable and helow 

2. -Jppa. I.amabie throu^ lower educable 
1 Middle educable and above 

This author has a mistrust of formal intellectual 
measurements made in terms of iQ's. We have adolescent 
deaf* blind children who have been unable to advance 
beyond a primary level in academic scholarship and who. 
therefore, mig^t be considered to be at the lower levels of 
the IQ range. Nevertheless, they have been able to function 
in independent living and to reach a degree of vocational 
success expected only of handicapped students within the 
normal range of IQ. Let us, therefore, use terms that 
express practical functioning levels. 

Middle Trainable and Keloiv 

Almost everyone seems to agree that of the estimated 5,000 
deaf-blind children before us, the largest percentage of 
them would fall in this lowest functioning class. Undoubt- 
edly, there will he HKagreement as to the size of the 
percentage in this group but until we have more complete 
and accurate statistics, we can only estimate the numbers 
within it. Prom observation, from correspondence and from 
discussion with others, this writer would guess that the 
percentage of somewhere between sixty percent and 
seventy-five percent would be near the truth* A number of 
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this group, of course, atu to in.' lounci ir) tnstitutions for the 
mentally retarded, and appropriately so, or m a similar 
setting because these children are completely dependent on 
others and proliahly will be so for the rest of their lives* A 
nunilH»r m this Cjioiip iJi»J hemq (jiv»*M st»»nul.»!i!^(j ti.iirnrni 
programs m residential settings outside of the institution 
and still others are being trained m a day class setting and 
being housed with their families or in foster homes. Because 
of the low functioning level of these children and often 
because of their restless, hyperactive nature, families in 
foster homes find these children most difiicult to tolerate. 
Many have ti leu gamely ?c adapt themselves to the needs of 
the cniid oniy to collapse under the constant, long term 
pressure. Others have made a successful adaptation, but 
often at a great sacrifice to the integrity of the entire 
farriily. Certainly family involvement in the lifetime caree»'S 
of these severely handicapped children is to be desired and 
sought, but in the total career programming for these young 
ones, there must be some recognition of the fact that there 
will have to hi> other facilities available to share with the 
family their responsibility for these quite dependent deaf- 
blind persons. 

tiux this suggests that this lowest class of deaf-blind 
young people has very little potential, tf considered in a 
relative sense, this is not necessarily true. Certainly very few 
of them wilt be able to undertake competitive vocational 
effort. Probably only a few will be able to make nominal 
contribution in a sheltered workshop. Some viill be able to 
tolerate and perform simple, repetitive tasks under super* 
vision for periods of time. On the other hand, in terms of 
developing skills that will reduce the burden upon those 
about them, let us examine some of the areas of potential 
development for this low functioning group of deaf^blind 
children. The following comments, of course, are pre* 
dicated upon the existence of a structured and stimulating 
training program for them. 



COMMUNICAIION SKILLS 

In general, this group of children is likely to be limited to 
very basic gestures and s;gns developed on the basis of 
direct conditioning. For those at the lower level of the 
group to make known their toilet needs, their hunger and 
thirst demands, and their comfort and discomfort may 
become the limit of their communication skilK From the 
middle to the upper levels of this group, however, we may 
expect a more extef>^»ve repertoire of signs and gestures. 
Most of the concepts present m the communication 
interchange will be very concrete and related to a large 
variety of daily living activities. Also, the degree of vision of 
the individual and the degree of hearing of the person will 
have considerable bearing upon how extensive and how 
effective the communication process becomes. Within the 
upper segment of this group and within the concrete 
gesture and sign framework, the frontiers of communica- 
tion may b*? Iimit»»(| only h\ th»? •rniinin;itinn .inrf rrsomre 
fulness of those instructing the children. As these children 
grow tn adulthood, we may be astonished at their capa 
bility for acquiring a variety of useful concepts within the 
communication area. The primary caution must he m Xhttt 
continuing need for close and direct supervision since rYK>st 
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of them Will lack the judgment or the sophistication to take 
advanced action without it. 

DAILV LIVIN(» SKILLS 

Again, at the lower levels of this group, we can exp^^ct vety 
little progress m the acquiring of independent livmq skills. 
Some of these children have been and will continue to be 
tied patients and major goals may be to learn to sit and to 
walk. However, a considerable number at the mtddle and 
upper levels of the group may be expected to acquire a high 
degree of independence in living skills by the time they 
have become adults. This will include toileting, dressing, 
fcfedmg, and personal grooming. For a number, it may 
* iclude making beds, keeping the room in order, clearina 
dishes from tables, assisting with dishwashing and laundry 
preparation, and similar chores. Again, one important key 
tn success with this group of clients will be the resourceful 
ness of the supervising adult and their constant presence on 
the scene, 

MOUILITV ANU OMItNTAIlON 

Once again, at the lower levels of this group, a prime 
objective may well be the ability t j sit and to stand and to 
nrK>ve under direction from one placr to another, and some 
of the clients may never acquire these basic skills. On the 
other hand, as we move up into the middle and upper levels 
of the group, considerable potential may be found. In 
combination with satisfactory communication concepts, 
tnde|)endent movement within a v^ll-defined and known 
physical environment will be acquired oy many. It is 
unlikely, however, that many of this group wil' acquire the 
judqm<»'^t or the skill to travel freely and unsu;x:rvised in 
the complex framework of a community. If they are able to 
do so, the chdiiweii are they wilt have proven to have greater 
ability in all areas of function and will have moved up into 
a higher group in terms of potential. On the other hand, it 
may bf* expected that many of these lower functioning 
persons may come to recognize and to respect lirriits on 
their mobility beyond which distress or even danger may be 
expected. 

VOCAI lONAL EFFORT 

The vocational future for this group must be considered 
very bleak, indeed. For those in the middle to low^r level of 
this range handling their iiersona! grooming and assisting in 
some of the household chores may have to be considered 
their vocational contribution. Others at the upper levels of 
the group may be able to perform some simple reoetitive 
hand tasks either in their residential settings or in adjoining 
sheltered workshop. Very structured and carefully suiter* 
vised procedures will need to iye followed to result in any 
vocational success. 

M.I V ofj I i| 0kTi\ t Ui i( t A( iN 1 1 H Af III iN 

Here perhaps is the most sgnificant area of all for our 
attention a^ it relates to this low functioning group of 
deaf blind persons. The cor^trol thev are able to acquire of 
body, attitude and emotion and the way in v^ich they are 



dhle to interact with othois, tM»i» of i^ontliot and oomtoi 
tahiy. cheeifuily and consideiateiy will have much to do 
with tht»ir ultimate contnhu^on to our society. For a 
numliet m this qroup, and not necessaiily those at the lower 
lov«*l, thts typi* of <:otJTiol (>t l>oily, of fmoiion oi of social 
inteiaction may he unobtainable. For this numliei , diiect 
and most certainly exhausting control by assigned staff, 
perhaps in an institutional setting, may be necessary. On 
the other hand, a large number of this group, m the opinion 
of this writer, may be brought to the satisfactory level of 
body control and happy socral interaction with others 
through a prolonged and carefully structured program of 
training. Many of these children will respond satisfactorily 
to conditioning and to consistent handling under behavioral 
modification. Certainly, if this type of training can help a 
significant number of them overcome their hyperactivity 
and variety of socially offensive sounds, body movements, 
and olhei physical habits, then it is well worth the 
investment. This potential within the group and the training 
program to develop it may well make the difference 
between tht need for complete institutionalipation and the 
possibility of a less restrictive living setting. 

SUMMARY 

From the foregoing consideration of our lowest group in 
potential, two or three general conclusions seem to emerge. 
In the first place, a significant number of this lowest group 
have very limited potential indeed and will probably need 
throughout their lives some form of enlightened, institu* 
ttonali/ed direct care. Secondly, a rather large segment of 
this lowest group has considerable potential for indepen- 
dent life style within a trainable format. Thirdly, the 
development of this potential will be extended most 
effectively by the imagination, resourcefulness and consis^ 
tent application of the staff directing the training program. 
Fourthly, the potentials present in any individual w^hin 
this group do not alw vs at once reveal themselves. Under 
the stimulation of an effective training program, some of 
these children may well show the potential enabling them 
to rise in performance into the next higher grouping. 

I ppi^r Trainable TlinaijEli Lowit KdiiraE/i' 

T'^e percentage of our 5,000 deaf blind children falling in 
. croup is much smaller than that for the previou*; lower 
t .otioning group This writer would estimate the |)ercen' 
tage from fifteen percent to twenty five percent of the 
total, altriough history may record that the percentage will 
be higher because of the elevation of some of those from 
the lower group due to effective programs. Although the 
numbers in this group are fewer, the degree of potential for 
training is considerably greater and at the upper limits can 
approach almost complete independence. Yet, a number of 
the deaf'blind childien in this group display or have 
displayed some of the same characteristics found among 
childien in the lower group. Hyperactivity and emotional 
disturbance of varying degrees are common. Patterns of 
perceptual dysfunction defined in this group as varying 
forms of learning disability are often present. However, in 
general, there is a greater capacity within this group to 
overcome these problems through consistent, well- 
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structured trainirig. Perhaps this is becausi? success rDore 
luadily follows in the wake of effective trairi with these 
children. Let us look niore closely into the H^ecific 
potentials for the children in this group. 

Ci)MMUNlCA'nON SKILLS 

tn ^neial, the members of this group le&pond reasonably 
well to the total communication process and, at the upper 
limits of the group, often surprisingly well. Almost all will 
use effectively at leaf^t the rudimentary gestures and signs 
necessary to meet their daily needs and many will acquire 
this language at a more sophisticated level and will 
communicate swiftly. Particularly from the middle to the 
upper level of this group, language can develop to the point 
of being expressed by effective fingerspelling. Reading and 
writing of the printed word may follov^', and in some cases 
may be expected to reach up into the fourth, fifth, or even 
sixth grade level of performance. A number, of course, will 
not reach the sophistication of significant reading and 
writing skills and many will be able to receive and 
understand the language of communication better than 
they can express it. Here and there a child in this group 
may acquire some speech, receptive and expressive, but in 
general this group is not likely to be highly oral. Again, 
the degree of residual sight and hearing can make a great 
difference in performance. If considerable hearing is pre- 
sent, then a great amount of oral language mo, follow. If 
there is a great deal of sight, then written language will be 
facilitated. If there is a good deal of both, then the child 
may net seem to belong in this group at all but rather in the 
next higher one, although this may be misleading. A serious 
problem arises in the communication process in these 
children. Except for those who may develop effective 
speech, all will have a form of communication which, 
although effective among those who understand this form 
of communication, can isolate them from others who do 
not understand this manual form. This is unfortunate and 
can serve to limit the entry of ihese people as adults into 
full relationship with others in the normal adult world even 
though their other potentials might entitle them to this 
entry. At any late, this group of children is capable of 
acquiring effective communication skill with others and thi', 
potential should be exploited to the fullest. 

INDb:PFNDEN1 DAILV LIVING SKILLS 

In general, this group has a hi^ tx>tential for the 
development of independent daily living skill except for a 
few more who may have additional physical or orthopedic 
handicaps. All of this group should lye able to gain 
complete independence in dressing and grooming, in feed- 
ing, and, perhaps, in the preparation of their food, in 
general housekeeping skills, in the purchasing of necessary 
goods and services, and in the budgeting of their funds. 
Some of those at the upper limits of this group who have a 
great amount of useful vision should be able to acquire 
almost complete independence in their living styles as 
adults. Others who do not have this degree of useful vision 
wif! require varying degrees of supervision and guidance. 
Most of those at the lower levels will undoubtedly need 
some type of supervised group living s* ttinq or family or 
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foster home direction. However, dlmost all of the memt)ers 
of this group should be able to make a significant 
contribution to the maintenance of themselves and others 
in whatever group living setting they find themselves. This 

IS. of comsi*. itofitu^yent upon ^i thoiouqh and consilient 
training program during their growing years. 

MOBILI1V ANO OKII.NIAIU)N 

Again, m xh\^ group of deaf-blind children, we should 
expect potential for considerable understanding of the 
process of independent travel and for the assumption of a 
good deal of responsibility in relation to it. This, however, 
IS not to suggest that all of these people by the time they 
are adults will be able to travel independently or that even a 
hige number of them will. Many of those from the middle 
to the upper level of the group who have sufficient useful 
vision and/or hearing will be able to travel quite freely. 
Those who do not have this degree of vision, however, will 
be dependent u|)on others for the travel process beyond the 
limits of the familiar environment where no serious traffic 
ha/ards exist. More important, however, a large number of 
this group should be able to understand the limitations 
placed upon their independent travel and learn to live 
graciously within these limitations. Even for the less able 
members at the lower level of this group, independent 
travel within comfortable, safe, familiar surroundings 
should be attainable. This again presupposes a well de* 
vetoped and effective mobility training program for these 
children during their grov^ing years. 

VOCATIONAL EFFORT 

Vocational effort at some level or another for almost all of 
the members of this group should be considered an 
attainable objective. True, some at the lower levels of the 
group and those who may have additional handicaps 
involving weakness of manual skill or coordination or 
continuing degrees of hyperactivity, emotional disturbance 
or other personality flaws may be able to acquire only 
minimal vocational success* The less able of the group may 
find their effort limited to day-activity center work. Others 
may find the sheltered workshop the limit of their 
attainable goal, but a considerable number at the middle to 
upper levels of the group should be able to find vocational 
outlet in competitive industry, in some type of business 
practice or in one of the many people-service fields. At 
Perkins School f^r the Blind, a few adolescent deaf blind 
persons in this class demonstrated, under a concentrated 
training program, their ability to meet these suggested 
vocational goals. Again, the degree of vision and hearing 
that remains to the individual can make a significant 
difference in the degree of independence one can attain. 
The degree of independent travel and the skill of easy 
communication related to this degree of sight and hearing 
are important factors. 

SOCIAL INTCWACTION AND RECREATIONAL bKILLS 

Most of the members of This middle group of deaf -blind 
chilHren have the potential to develop the personal care 
skills and the social amenities necessary to m^e them 



acceptable in the adult world. Certainly they have ample 
potential to acquire normal social recreation skills. They 
can learn to roller-skate and to ice-skate, to swim, to play a 
variety of games, to bicycle tandem style, to hike, and to 
participate in a variety of sociat activities. Their difficulty 
in social adjustment is more than likely to rise, particularly 
for those with little vision and/or hearing, from their 
dependence upon others for safe travel and from their 
ineffective communication skill with others who do not 
understand their form of communication, if it is not oral. 
For many of the members of the deaf*blind persons in this 
group, these factors can place a strain upon their relation* 
^ip with families, foster homes, and even others who share 
a less formal and casual relationship with them. A demand* 
ing manner, perhaps arising from frustration over the 
inability to be independent, can often be associated with 
these persons. The results can be distress and withdrawal on 
the part of the normal adult world. It is not that this group 
of deaf-blind persons lacks the potential for adjusting 
socially to the adult world but rather that they must have 
continuing, consistent counseling during their growing 
years. Thougjht must be given to adult living settings that 
will minimize the stresses and strains caused by their 
dependence in travel and their limitations in communica- 
tion. Again, a numtier of the children in this group will find 
these problems minimal because of their considerable 
amount of vision and/or useful hearing. 

SUMMARY 

With this middle group, also, two or three general concepts 
seem to emerge. First of all, considerable potential for 
independence in many phases of life activity exists within 
this group. Those with considerable and/or useful hearing 
will often be able to make an independent adjustment to 
the world; those with equal mental and physical ability, but 
lacking the sight and hearing, will find this independent 
adjustment more difficult. Secondly, this group In general 
has far more potr.ntial for making an independent adjust- 
ment to the world in terms of practical, everyday living 
skills and a greater likelihood of making a vocational 
contribution to *heir support than their low attainment in 
formal scholarship or academic performance would suggest. 
It would appear that with tnese children skills related to 
language development and reading and writing are de- 
pressed, whereas with proper training experiences, attain- 
ments in (he practical routines of everyday living need not 
be depressed as much. Thirdly, again it becomes obvious 
that the realization of the considerable potentials of this 
group is dependent upon an effective and consistent 
training program through the formative years. 

Middle Kdiirablp and Abcive 

The experience of this writer suggests that this group, 
unfortunately, is an extremely small one as compared with 
the other two groups, perhaps no more than five percent to 
ten percent of the total of 5,000. In fact, we seem to find 
very few of the rubella dedf*blind reaching this level of 
potential. Most of the members of this group appear to 
have received their handicapping condition from a source 
less devastating to other parts of the hum^n organism. 



Again, of course, degrees of residual vision and hearing play 
an important part in the developrnent of potential. Emo- 
tional stress often seems present in the early developmental 
stages with these children, perhaps related to the frustration 
an active mmd finds m its effort to penetrate the barriers 
placed upon it by blindness and deafness. However, 
achievement levels, both academic and nonacademic, are 
usually high and the concept-building process can be 
effective. 

COMMUNICATION SKILLS 

Not all tHit most of the members of this group are able to 
master oral language. Many in the early stages quickly learn 
the basic gestures and signs of the communication process 
and under proper instruction are able to advance into the 
oral mode. This is an important capability for these people 
because it enables them to communicate directly with 
people who are unfamiliar with the sign language of the 
deaf. 

INDEPENDENT DAILY LIVING SKILLS 

Except for those in this group vyrfio have additional motor 
or orthopedic handicaps, the mastery of satisfactory in- 
dependent daily living skill poses no serious problems. 
Under a consistent and effective training program and one 
that includes counseling to help in positive attitudes, these 
children should become quite independent as adults as far 
as daily living and self-care skills are concerned. 

MOBILITY AND ORIENTATION 

Again, unless the child has a good deal of useful vision or a 
large amount of useful hearing, or both, he is ^ing to be 
quite dependent upon others for any extensive travel. The 
members of this group will be able to master the techniques 
of independent travel in familiar and hazard-free areas 
without much difficulty, but beyond this rather narrow 
scope, they will be dependent upon others. They should, 
however, receive as complete training as possible to make 
them as free as they can be of dependency and also to 
provide them with an awareness of spatial matters. 

VOCATIONAL TRAINING 

Obviously, vocational success for this group is more 
promising than for most members of the other groups. The 
range of opportunity is greater and the training process is 
less complicated. 

At the upper levels of this group will be a handful of 
persons capable of professional training ase\6 professional 
service. The problem here is not so much in providing 
training at the college level and beyond, but in finding the 
opportunities in which they can function once they have 
received their training. It is difficult for an administrator to 
imagine employing a person who is blind and deaf. Yet, a 
number of deaf-blind professionals have proven that it can 
be done. Rehabilitation and guidance counseling of both 
normal and handicapped clients is a possible career. 
Teaching is also a goat that can be reached by some when 
thought of in the proper setting anri dealing with the 
appropriate students. Self-employmer.t in business enter 
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prise in a few cases has been found productive. 

Unless the members of this group have additional 
handicaps involving motor function, the more advanced 
skill trades are certainly possible. Leonard Dowdy, who* 
though not a "rubella" deaf-blind person, has been totally 
blind and profoundly deaf since nineteen months of age, 
has demonstrated well the capability of a deaf-blind person 
in the operation of simple factory machines and advanced 
assembly operations. The ultimate boundaries in these areas 
for capable deaf-blind per«>ns have not yet been been 
approached. 

There are three factors which can stand in the way of 
success for deaf 'blind individuals in this dass. The first is 
their own lack of will and desire and other possible 
personality defects. The second is their failure to receive 
appropriate and effective education and training. The third 
is the unwillingness of employers to give them a trial or the 
lack of an effective placement service to assist them in 
finding their vocational niche. The same, of course, could 
be said for a number of the middle group of deaf-blind 
persons we considered earlier. 

SOCIAL INTERRELATIONSHIPS AND RECREATION 

Pbtential for success with other members of our society 
must be considered hi{^ for this group of deaf-blind 
isersons. However, this success will not come without 
considerable effort on the part of the deaf*blind individual 
and of those who are educating him for the social 
encounter. The subtleties of gracious, unselfish "give and 
take" with others are understandings that do not come 
easily to one who is deaf*blind even though he be highly 
intelligent. During many of his formative years in the 
educational process, the deaf-blind child finds himself very 
much the center of attention without the benefit of vision 
and hearing to bring him the experience of these subtleties 
through direct observation. His inclination is to remain 
self*centsred much longer than do most of the rest of us. 
Therefore, it is important to provide him with effective 
personal counseling at every step of his training. 

Another serious problem facing these people socially 
arises from the difficulty they find in taking the initiative in 
making and maintaining social contacts. This difficulty is 
imposed by the limitations of the communication process. 
Usually, the deaf -blind person must wait tor the other 
person to make contact before a social interaction can take 
place. Electronic devices attached both to the telephone 
and typewriter have helped to ease this problem but greater 
understanding on the part of nonhandicapped people and 
their willingness to take more initiative with deaf*blind - 
people are necessary to bridge the gap. 

Certainly, with an appropriate training program, the 
deaf-blind persons in this group can master almost all of the 
necessary skills for successful interaction. This includes a 
great variety of recreational skills which can serve as a 
framework for social relationships. 

SUMMARY 

The summary for this group can be very brief. Given a 
thorough and complete educational and training program, 
adequate adult rehabilitation support and an informed. 



iiccepttriq |Hihlii\ ttu* |ii*ii:iM)ta(|i* ot siiccosstui careers 
amotiy this group of dedf bhrid ^leisons should be high 
indeed. 

I*ai ililir** ami Ui*MHirn*> 

Before dosmq, let us take just d few Dnniites to consider 
some of the types of facilities and lesources that may \ e 
liesirable to meet the needs of these deaf bhnd persons as 
adults. First, consider the lower trainable group which 
probaiily is by far the largest m :)umber. Complete 
supervisory care would seem to be the order for the future 
for mosr ot the meniliers of this group. Here and there a 
family may find within it the resources to care at home for 
one of these people as long as the family exists intact. This 
IS likely to lie rart* over the long haul. Already too many 
families hi^'e h»M*n torn asunder by the presence of a 
siMtously retarded deaf blirul child. To find saiisfactory 
foster home plaoemeras on a permanent basis for these 
persons is tKu^ally unrealistic. Some tv|)e of group living 
with professionals who art? both competent and sensitive to 
the human need will be necessary to serve these cirents. 
There is nothing wrong with an mstrtutron even though it 
be separated from the everyday life of society, if rt is 
enlighted and recogOl^es the integrity of the human being. 
Small self contai.ied cottage family units in a pleasant 
setting where the deaf blind can be treated and encouraged 
to do everything possible for themselves and to help in the 
\|^\\^X effort wher»;ver it can [ye done would seem to this 
ivnter to be appropriate. We must not lose sight o* the 
possibrlity, of course, that here and there a deaf-blrnd 
person at the upper limits of this group may, through a 
stimulating program, develop the ability to adva ice into a 
broader life style. This will be expensive as compared witf) 
the economic return that is likely* hut we are still a wealthy 
nation and should have human value as our most important 
goal. 

The outlook for the middle group is, of course, more 
promising for the future involvement of its members in our 
regular social order. A large number of this group will need 
considerable supervisory care but more because of the 
ineffective communication and limitations upon travel than 
upon inabrlity to function in daily living activities and in 
vocational effort. Small community residences containing 
eight to ten persons in each would seem to be a model that 
could meet the needs of many. These residences, supervised 
by professionals, should enlist the cooperative effort of 
every memlwr in the house maintenance. The program 
should provide for an mteimmglmg of the house members 
within the community and include such matters as food 
shopping, social and recreational contact and vocational 
effort. There should be available to the clients of the 
residence for vocational purposes: 

1. an opportunity for vocational tasks within the pre- 
mises of the house itself» 

2. a sheltered workshop within feasible travel range for 
thost: who muy he jhle to participate; m it, and 

3w an opportunity for employment rn open industry for 
those at the upper levels who may well i>e able to suc- 
ceed in this way. 

This writer sees these community residences as being 
of twr) forms. The first would be a residence made up of 



just dedf-blir)d cliiMits and their supervisors* Mar^ id this 
group will need this tv|)i» of exclusive residence because of 
their inability to comnumicate easily except with other 
persons who understand gesture, sign language, and finger- 
spelling. On the other hand, a second type ot con^rtiunity 
residence should be considered for any member of this 
group who is able to make a successful adjustment in 
communication and can take effective ir^itiative with 
persons who are r)Ot deaf-blind. These deaf-blind individuals 
might well join a cx>mmunity residence for other types of 
handicapped people and in this way broaden their life style. 

We should not overlook the possibility of individual 
placement for some members of this group. Many of these 
persons, particularly at the upper levels of this middle 
group, can be absorbed into a family or fester home setting 
and succeed adequately if they have had proper education 
and training. Great care must be given, however, to making 
certain that the individual is truly prepared for this type of 
life style and that the family or foster home has adequate 
support to make the relationship a successful one. There 
may be a few members of this group, particularly those 
who have some useful sight and/or hearing, who may be 
able to Irve independent lives, to marry and to have a 
family. The important thing is that we raise up rn the next 
few years a cluster of experienced, sensitive professionals 
who are able to understand the needs of thi^se deaf-blind 
individuals and of society and who have the energy and 
resources to fit the two together. 

It is the conviction of this writer that this group as a 
whole, f handled in a way similar to the process just 
suggested, can be almost independent, can be self- 
supporting, can make a contribution to our social order, 
and can have in return enriched and fulfilled lives that will 
be well worth the efforts we make. 

In the small group of h*gher functioning deaf-blind 
rubella persons, tfiere should be a greater concentration on 
establishing individual home and family placements. If we 
pla/ our cards properly, this group should be productive 
and successful and should be helped to find opportunities 
for complete family living. This may be within marriage and 
family life for some. It may be in a foster home for others. 
It may be in a professional community residence for still 
others. Certainly, in a community residence, there should 
be an effort to desegregate the deaf^blind wherever com* 
munication skills make this possible. If a sizable number of 
this group finds itself relegated to a sheltered workshop, we 
will have missed our mark. If a significant number of the 
highly trained professionally capable persons find them- 
selves unemployed, we will also have missed our mark. This 
is a small population and certainly we can find the 
resources and the dedicated professionals to give a concen- 
tration of effort toward the success of every membrr in it. 

Tito (foneral hiblii* 

Now let us consider one '^st topic, in some ways perhaps 
most important of all, the role of the general public. We can 
prepare our deaf blind clients as completely as it is possible 
for them to be prepared in communication skills, in travel 
and mobility, in vocational skill, and in social processes and 
strll fail our clients. If at the end of the process the general 
public is both deaf and birnd to the needs of this group of 



people, much must be done to inform, to arouse the 
interest, and to solicit meaningful involvement in programs 
for deaf blind (lersons. We cannot expect to operate a 
successful community residence for a group of well-trained 
and v/vetl-qualified deaf bhnd adults d the people in the 
community are going to resent their presence, shun contact 
with them oi just stand by passively and watch them with 
curiosity as they move m and out of the community. A 
little effort on the part of many, many human beings can 
serve to bring rich fulfillment to the lives of our deaf blind 
clients. Many people are perfectly willing to involve 
themselves but are anxious and fearful concerning the 
encounter. Other "do-gooders" will plunge in in the most 
inappropriate way and cause equal anxiety and fear on the 
pan of the deaf-blind clients. At every local level where 



deaf-blind persons are, and this should be a highly 
decentralized process of living, there should be active 
campaigns to arouse the public to the need and to positive 
action. 

Beginning with the rubella epidemic in 1964 and 
1965, our social society was presented with a challenge to 
prove whether or not this society has reached a stage of 
enlightenment in human understanding and has come of age 
^iritually. The Congress of the United States demonstrated 
this enlightenment by voting the necessary funds. A large 
number of professionals have rolled up their sleeves in 
response to the challenge and have made remarkable 
progress. It now rests with the Congress and the profes- 
sionals to enlist the full support of our entire society to 
make the final proof conclusive. 
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Basic l^egal Aspects of Planning tor Deal-Blind Persons 
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The purpose of th.s paper is to place into perspective lecent 
developments m the law which affect handicapped persons 
and explore how the law may influence planning for 
deaf-blind persons. 

After a few t>rief notes on the role of law in the 
planning process, a suggested statement of rights of 
deaf-blind persons will be presented. Recent legal action 
concerning education, habilitation and treatment will be 
summarized to illustrate legal principles of due process and 
equal protection as applied to handicapped persons. Final- 
ly, the elements and character! stirs of a sound leqal 
framework for planned programs for the deaf -blind will toe 
explored. 

LuH dticl l.otij£ Kiin^r PlaniiiiijS 

Serious lonq range planning for the social welfare and 
individual well-being o^ a specific population of handicap- 
ped persons has not been undertaken often in the United 
States. In most state ami federal programs, despite claims to 
the contrary, planning for future client needs takes a l>ack 
seat to meeting current operational priorities. The planning 
that does take place, with few exceptions, is organized 
around and focuses on the goals, objectives and activities of 
discrete service systems rather than on the future needs of a 
particular population to be served. As a result, plans tend to 
focus on incremental changes in existing health, education, 
rehabilitation, employment, and income maintenance sys- 
tems, highlight the potential of domain expansion within 
these systems and ignore the interface among service 
delivery systems, and the possibility of developing com- 
pletely new systems for persons with complex and varying 
needs throughout life. 

Even more rare in the planning context is the 
consideration of the iaw as it affects a specific population 
of h.indicapped persons. The idea of planning for legal 
change in concert with planning for program change has 
been overlooked; much to the detriment of planners, 
legislators and handicapped persons themselves. The dyna- 
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mic interrelationship between law and program planning 
has been underestimated. 

Traditionally, the law has been looked upon as simply 
a repository of social policy reflecting an amalgam of public 
attitudes about the handicapped - attitudes which range 
from concern, compassion, and some sense of community 
acceptance to pity, isolation and rejection. Since statutes 
and rules of law are not discarded or modified as readily as 
scientific and social theories, there is a belief that the law 
lags behind by necessity, its confusions and contradictions 
sn appropriate reflection of fluctuating socio! norms. From 
this reasoning it would then follow that the legal frame- 
work governing and regulating public programs for the 
deaf-blind or other handicapped persons is a matter for 
lav^ers dr>d legislators to take up after plans and programs 
are developed. 

This view of the law as a passive receptacle and 
implementation mechanism may have some historical vali- 
dity; however, it should be summarily rejected as a guide 
foi planning. While it is true that effective legal change 
requires changing public attitudes and political consensus, 
these factors also attend to successful program planning and 
development. A truly comprehensive planning effort is one 
that takes into account the pervasive and active interplay 
lx?tween the law and current and planned programs. On one 
hand, the planning process can synthesize experience, 
practices, research, and trends in a number of specialized 
fields to bring about new understandings of the deaf-biind 
population which in turn con lead to social and political 
action and program advances or* [»e\\Mf of tfie target yroup. 
On the other hand, it \% 'he lav.^ winch influences and 
determines the extent to v/hich deaf-blind and other 
handicapped persons benefit from new understandings and 
piogiam advances. It is not simply that legal action in the 
legislative oi administrative and judicial arenas continuously 
impacts upon the lives of all handicapped citi/ens. but that 
a viable legal framework is essential to the successful 
implementation of new approaches to propiams for deaf- 
blind and ether handicapped persons. 



hpjSal Fraiiiewcirk 

It should be recognized that when we speak of the law in 
the context of planning for handicapped persons, we are 
not exclusively concerned with legislation governing pro- 
grams for the handicapped or the case law which specifi* 
cally pertains to deaf persons, blind persons or other 
handicapped persons. We are concerned about all aspects of 
the legal process which affect handicapped persons, iticlud> 
ing laws which regulate or fail to regulate private relation- 
ships of handicapped persons (e.g.. private contracts); laws 
which govern accountability and liability of service pro- 
viders and caretakers, laws which govern domestic relation- 
ships; laws which subject persons to governmental pro- 
cesses, criminal or civil; laws which affect personal rights 
such as right to privacy » right to travel, right to association 
and religious liberty, and laws which define public responsi- 
bilities in generic programs such as education, rehabilita- 
tion. employnr>ent, transportation, medical care, hous.ng, 
and economic security. Moreover, it is important to realize 
that legal developments having significant impact on handi- 
capped persons, may occur without any reference to the 
handicapped. For example, a Supreme Court decision on 
public school financing may provide legal theories to 
facilitate equal access to eJucation for handicapped chil- 
dren. A decision upholding restrictive zoning ordinances 
may foreclose the development of innovative residential 
alternatives for handicapped persons. Litigation on affirma- 
tive action in racial employment discrimination cases may 
be applicable to employment discrimination against handi- 
capped persons. On the legislative front, enactment of 
comprehensive national health insurance or termination of 
the legal services program would affect handicapped per- 
sons to a greater extent that many changes in specialized 
legislation for the handicapped. 

While general legal trends and the legal process in 
total are of considerable importance to deaf-blind and 
other handicapped persons, specialized laws and legal 
mechanisms ^plicable to certain classes of handicapped 
persons deserve in-depth examination. These laws may be 
divided into two categories: 

1. those laws which provide the legal framework for 
specialized benefits to classes of handicapped per- 
sons, and 

2. thosff laws and legal rules which single out classes of 
handicapped persons and impose restrictions on the 
exercise of many rights and privileges of citizens. 

Within the first category, a person defined under law 
as handicapped may be eligible for residential care, pre- 
school training, day care, special education, extended 
rehabilitation sen/ices, occupational training, employment 
preferences, or special welfare benefits. 

Within the second category under the law. a handi* 
capped person may be excluded from public schools, 
disqualified from voting, piohibited from contracting mar- 
riage, subject to sterilization, discriminated against in 
adoption, denied licenses of various kinds, and excluded 
from public benefit programs. 

The question of how classes of handicapped persons 
are defined and identified under law for both restrictive 
regulatoiy purposes and program benefit purposes is itself 
an important legal issue and one that is particularly salient 



in the case of multihandicapped persons such as the 
deaf-blind. Two aspects of this problem are worth noting. 
Firstly, those legal schemes which fail to acknowledge the 
existence of multiple handicaps and thus sanction perverse 
outcomes in services to the handicapped (e.g., specialized 
programs for the deaf, specialized programs for the blind, 
specialized programs for the mentally retarded, all of which 
exclude the blind-retarded person, the deaf-retarded person 
or the deaf-t>lind person). Secondly, in the matter of 
definition, there exists some legal tradition of confusing 
communicative and sensory disorders with intellectual 
defects and mental handicaps and consequently applying 
identical provisions to the blind and deaf as to the retarded 
and in some instants as to the psychotic person. This issue 
and other aspects of how handicapped persons are singled 
out and under tne law will be more fully explored in a 
review of current legal action and trends relating to the 
handicapped. However, in order to put both past legal 
developments and current legal action in perspective, it will 
be helpful to set down in sone detail a statement of the 
human rights which should be guaranteed under law to all 
handicapped persons. 

Legal Riglits 

Simply stated, the deaf-biind person, or any other handi- 
capped perfion must be assumed to have full human and 
legal rights and privileges. Prosser states the general legal 
principle. "The man who is blind or deaf or lame or 
otherwise physically disabled is entitled to live in the 
world." Yet. the concept of equality before the law and the 
standard application of general legal principles assumes a 
minimum capacity to conform to the law and to invoke 
legdl protection. Deaf-blind persons will vary in capacity to 
assert their ri^ts under law and many will be at a 
disadvantage. For those persons* society must compensate 
and provide additional protection but must do so consistent 
with conditions least restrictive to personal liberty. 

The most important principle underlying the develop- 
rpent and protection of human ri^ts of deaf-bit nd and 
other handicapped persons is that deaf -Mind persons are 
individuals with individual characteristics. Like other per- 
so\>% they differ in their skills and weaknesses. Also, like 
other persons, they will not remain static but. through i;fe» 
will regress or undergo growth and development depending 
upon life experiences. It is a challenge to the law and legal 
institutions to develop mechanisms which recognize the 
developmental aspects of disability, take into account the 
variability of handicapped persons and at the same time 
formulate ^neral principles which will protect and provide 
for deaf-blind persons as a class. 

The protections of the U.S. Constitution and Bill of 
Rights as extended to all citizens throu^ the due process 
and equal protection clauses of the Fourteenth Amendment 
are, when correctly applied, more than adequate to instruct 
us as to the rights of deaf-blind persons or other handi- 
capped persons. Hnwever. when our concern centers on a 
small, vulnerable, politically powerless minority, such as 
the deaf-blind, it is useful for our own guidance and clarity 
of purpose to articulate as carefully as possible those 
human rights, entitlements and protections which are to be 
accorded to deaf-blind individuals. 



There is a cayeat which must accompany a statement 
of rights* In the last decade we have been exposed to much 
nghts rhetoric The vocabulary has become common; so 
familiar that vwe cease to contemplate the real meaning of 
human and legal nghts. especially m regaul to the coi rela- 
tive duties we impose upon ourselves as we espouse rights 
of others. Many of the rights set forth below can be found 
in the preamMes of legislative enactments, resolutions and 
executive proclamations concerning handicapped citizens. 
Yet. rarely, are these rights fully incorporated in the goals, 
objectives and administration of programs which bear most 
heavily on the lives of the handicapped. 

Statement of Kifdits 

The following seven points are based on a resolution 
adopted in 1971 by the General Assembly of the United 
Nations on the nghts of mentally retarded persons. The 
resolution derives from the VM>rk of the International 
League of Societies for the Mentally Handicapped and a 
declaration formulated by the league in Jerusalem in 196& 
It builds upon the Universal Declaration of Human Rights, 
the U.N. Declaration of Rights of the Child and the U.N. 
Declaration on Social Progress and Development. The 
statement is paraphrased below to make specific reference 
to deaf*blind persons. Each principle could be applied to 
any or all classes of seriously handicapped persons. 

1. The deaf 'blind person has the same rights as 
other human beings. 

2 The deaf'blind person has a right to prtper 
medical care and therapy and to such eruca- 
tion, training, rehabilitation and guidwnce as 
will enable :m to develop his ability and 
maximum potential. 

2 The deaf 'blind person has a right to econcnvc 
security and to a decent standard of living. He 
has a right to perform productive work or to 
enga^ in any other meaningful occupation to 
the fullest possible extent of his capabilittos. 

4L Whenever possible, the deaf •blind person ^ould 
live in a family environment and participate in 
different forms of community life. The family 
with which he lives should receive assistance. If 
care in a congregate facility becomes necessary, 
it should be provided in wrroundings and other 
circumstances as dose as possible to those of 
normal life. 

5i The deaf 'blind person has a right to a qualified 
personal guardian when this is required to 
protect his personal v^ll-being and interests. 

& The deaf 'blind person has a rig^t to protection 
from exploitation, abuse and A grading treat- 
mefit. If subjeci to criminal processes, he shall 
have a right to due process of law with full 
recognition being given to his degree of respon* 
sibility. 

7. Whenever deaf blind persons are unable, be' 
cause of the severity of their handicap, to 
exercise all their rights or it should become 
necessary to restrict or deny some of ^ese 
rights, the procedure used for that restriction or 
denial of rights must contain proper legal 
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safeguards including a plan for providing least 
restrictive conditions possible, an independent 
periodic (vview of restrictions imposed and 
right to appeal to higher authorities. 

With the above stated principles in mind, let us 
consider how recent legal action has influenced the develop- 
ment of a legal framework capable of protecting the rights 
of handicapped persons. 

Kereiit l.i^al AelHHi 

In the last few years in the United States we have become 
more aware of the influence of legal and civil rights upon 
the ability of handicapped persons to achieve appropriate 
status in society. Building upon the experience and strug- 
gles of our minorities and disadvantaged, the handicapped 
and their advocates are now concentrating on enforcement 
of basic constitutional rights rather than, as in the past, 
relying on special legislative and administrative gratuities. 

The thrust of a great deal of the advocacy activity on 
behalf of the handicapped in the U.S. in the last three years 
is embodied in the previously stated principle that a 
handicapped person has the same basic rights as other 
citizens. It is no accident that this principle clearly 
corresponds to the 14th Amendment of the U.S. Constitu* 
tion guaranteeing equal protection under the law. In 
essence, when we speak of civil rights we are talking atx>ut 
treating people equally. In one of the earliest interpreta* 
tions of equal protection, the U.S. Supreme Court held that 
all individuals "shall be treated alike under like circum- 
stances and conditions, both in the privileges conferred and 
the liabilities imposed." in regard to handicapped persons 
the principle of equality is much more easily espoused than 
applied. Our notion of equality must be tempered to accord 
with Justice Frankfurtir's admonition that "there is no 
greater inequality than equal treatment 
However, today judicial, legislative and executive officers in 
the United States are nrappling with real meaning of equal 
protection in terms of right to education, training, com* 
munity living and employment. 

Two areas have received greatest attention from the 
federal courts in the United States, One is education, which 
has been recognized as a basic rig^t for handicapped 
persons, and the other is institutional and community 
treatment which must conform to constitutionci standards. 

A brief review of selected cases in "'ight to educati- 
on" and "right to treatment" may be helpful to planners 
and administrators to develop plans which enable deaf blind 
persons to secure due process and equal protection in all 
dealings with public agencies and private parties. 

Kiglil to Kdiaratioii 

Pennsylvania Association for Retarded Children v. Pennsyh 
vania was the first case in which a federal court explicirly 
recognized the concept of equal access to educational 
opportunity for handicapped children. This civil rights 
class action brought by PAf\C and thirteen mentally 
retarded children on behalf of all mentally retarded persons 
excluded from schooling directly challenged Pennsylvania 
statutes^ which denied educatic»n to mentally retarded 
deemed uneducable. or unable to profit from school, or to 
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those pt»t!ions not i>t »i inrotal a(ji» of five or thow oiitsi(lt» 
cx)mpulsotv school agt?. Ex|)«it testimooy 5»o overwIuHm 
in(|lv demolished the factual underpinnings of the statutes 
that a consent diK:iee was negotiated in which Pennsylvania 
acknowli'diied its u^spons^ihilitv to puivulf fuM* puhlu: 
education and tiaining to all children. On May 5. 197?, the 
three judge fedeial couit appioved the consent decree and 
permanently enjoined Pennsylvania education officials and 
local school diMiicts fiom denying oi postponing a fiee 
public program of education and training to any of the 
Comrnonwe th's mentally letaided childien. In its ordei. 
the court noted: 

...all mentally retarded persons are capable of 
betwfiting from a program of education anrf 
training: that the neatest number of retarded 
persons, given such education and training are 
enable o\ achieving self-sufficiency, and the 
remaming few . . . are capable of some degree 
of self care; . . . whether begun early or not, . . . 
a mentally retarded person can benefit at any 
point in his life and development from a 
program of education and training 
Although PARC counsel set forth the constitutional 
grounds for the right to education when lequestinga three 
judge panel and again when a school diwtrlct challenged the 
jurisdiction of the court, the constitutional issues were left 
for resoiution in a subsequent case. Mills v. Board of 
Eihication of District of Columbia. The Mills plaintiffs weie 
classified as brain damaged, hyper-active, epileptic, men- 
tally retarded, mentally retarded with orthopedic handicap, 
and on the basis of these labels excluded from District of 
Columbia educational programs. On behalf of all children 
who had been excluded or otherwise deprived of access to 
publicly sup|X>rted education, the plaintiffs challenged their 
exclusion and the procedures and practices by which 
District of Columbia education and social service officials 
(ienied children public education. Basing its decision of the 
due process and equal prottfCtion clauses of the United 
States Constitution, the Mills couit ordeied that: 

... no child eligible for a publicly supported 
education in the District of Columbia public 
schools shall be excluded from a regular public 
school assignment by a rule, policy, or practice 
of the Board of Education of the District of 
Columbia or its agents unless such child is 
provided fa} adequate alterrtative educational 
services suited to the child's needs, v\^ich may 
include special education or tuition grants, and 
(b) a constitutionally adequate prior hearing 
and periodic review of the child's status, pro- 
gress, and the adequacy of any educational 
alternative. 

On the strength of the constitutional holding, the 
Mills rourt put the final nails in the coffin of the concept of 
tmeducability making its iiiling applicable regardless of 

impact on the school system. Part of the August 1. 1972 
decree reads: 

The District of Columbia shall provide to each 
child of school age a free and suitable publicly 
supported education regardless of the degree of 

ErJc 



the child's mental, physical or emotional dis- 
jhihty or impairment. Furthermore, (k^fendants 
shjil not exclude any child resident in the 
District of Columbia from such publicly sup^ 
ported education on the basis of a claim of 
mstifficient resources. 

As in PA RC,M iUs deXaWed the due process requite 
menls which must be follov^^ed in placement, leassiqnment, 
01 tiansfe? among educational programs. Paients are en- 
titled to advance notice of placement and reasons for 
plac(*ment: right to a hearing by an inde|)endent hearing 
officer, including right to legal counsel or othei advocate, a 
lecoid of the hearina riflht to inspect lecords. present 
evidence, cross examine witnesses, and right to ap(>eal. 

Cases patterned upon Mills have been filed in at least 
thirty states. Favorable decisions have been rendered in 
Louisiana. New York, Wisconsin and Maryland. Before the 
close of the yeai. final action is expected in Tennessee. 
Noith Dakota. Colorado and a number of other states. 

Some of these cases are based on state constitutional 
piovisions and statutes; however nearly all rely to some 
extent on the equal protection and due process clauses of 
the Fourteenth Amendment. The constitutional doctrine 
has been best explaineti by Attorney Paul DinrK)nd. He 
writes. 

First, the unjustified exclusion of any child 
from all public schooling ftenies to that child 
the equal protection of the laws when the state 
makes the opportunity freely available to other 
children. Second, the operation of our unfair 
procedure in the stigmatHation by public 
authority of any person or the c^nial to him of 
any public good denies the process due each 
person under the 14th Amendment Such a 
stigmattiation and denial is involved in labeling 
children as exceptional, retarded, or handi- 
capped and placing them in a special class, or 
excluding them from schooling entirely. These 
two rights, equal protection and due process, 
merge to form the emerging constitutional right 
to a ^ education vifhich guarantees to every child 
a minimally adequate publicly supported educa- 
tional opportunity. (24 Hastings L.R. at 1093.) 

Establishment of a clear nght to education has great 
implications foi those who aie concerned with improving 
the rapacity of the adult deaf blind person to contribute to 
society in his woik and in Ins daily life. The courls have 
rejected distinctions between training and edircation and 
have accepted a definition of education which goes beyond 
the narrow concept of schooling. To wit: "Educatron is a 
continuous process of developing life skills needed for the 
effective copirui with developmental tasks dnd demands as 
well as With enviionmental tasks and demands.'* (Testi- 
mony of Ignacy Goldberg. PARC Heaiing of August 12, 
iy/1 ) 

A persuasive case might now be made that reasoning 
used in equal t.ducationai opportunity can logically lie 
applied to vocational training, pre-vocational services and 
othei habilitation services vital to optimal adult function- 
ing. 



Kiolii to rivattiionl 

Like light to tulucdtioii. nqht to tiedtment j stu>ithand 
foi d nieiq^^t of lights qiMUtatvil hy thi* dih* pioce^s jnd 
(H)iMi pii>ttvtii)ti ii.iiiNi':> ot tht* Ciini>titii!u>n Hit* I ti|lUl) 
Amendment's piohihition ot cruet ^nd iiiuisuji inimshmtMit 
and the Thirtei»nth Amendment's qudiantee of fteedom 
from involuntiiiy stMVitude hdve also been used to t)()lstui 
the case tor the cteation of a nqht to habilitdtion and 
ti eat men!. 

The light to trt'at?nent emerged in cases challenging} 
the confinement of civillv committed mentally ill patients. 
It was argued that tf the need for tieatment piovtdes the 
rationale for confinement then the patient must actually be 
treated or released. This argu.nent was given some recogni 
tion by couits in the Distiict of Columbia, and Massa* 
diusetts in the mid sixtiev, but had little impact on patients 
oi mer)tai health seivice providers until raised m Wyatt v. 
Stickney and applied to all mentally ill and mentally 
retarded persons confined m public institutions in the State 
of Alabama. 

In regaid to the mentally ill. Chief Judgi* Frank 
Johnson staled that committed patients "unquestionably 
have a constitutional right to receive such individual 
treatment as wnl give each of them a realistic opportunity 
to be cuied or to improve his or her mental condition," 

As to the residents of Paitlow State School, it was 
held "the mentally retaided have a constitutional right to 
leceive such individual habilitation as will give each of them 
a realistic opportunity to lead a more useful and meaningful 
life and to leturn to society." 

Initially, the court ordered the state to develop a plan 
for treatment and habilitation. However, further relief was 
required by Alabama's failuie to improve the conditions 
which expert testimony had shown lo be irihunidiie and 
devastating to residents conditions which were characteri- 
zed by lack of safety, lack of privacy, malnutrition, 
exploitation ot patient labor, solitary confinement, ex- 
cessive use of restraints, inadequate staffing, lack of 
individualized programs, deterioration of physical and 
mental conditions, brutality and patient deaths. Therefore, 
to rectify these conditions and implement the right to 
treatment, xheWyatl court not only set down the general 
parameters of minimum treatment (i.e., a humane psycho* 
logical and physical environment; a qualified staff in 
numbers stifficient to administer adequate treatment and 
individualized treatment p'^ins) but also set forth in detail 
the minimum constitutionu' standards for adequate haoili 
tation of the mentally retarded, and adequate treatment of 
the mentally ill. To monitor implementation and guarantee 
that residents are afforded constitutional and humane 
treatment, the couit directed the establishment of a human 
rights committee and retained jurisdiction of the cases. 

The Wyatt court just as Mills faced the funding 
question head on and indicated that lack of operating funds 
could not justify withholding habilitation. Chief Judg^^ 
Johnson stated: 

In the event, though, that the Legislature fails 
to satisfy its vifell-de fined constitutional obliga- 
tion and Mental Health Board, because of lack 
of funding or any other legally insufficient 
reason, fails to implement fully the standards 
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herein ordered, it wll be necessary for the 
Court to take affirmative steps including ap 
pointing a master, to ensure that proper fund- 
ing is realiied and that adequate habilitation is 
available for the mentally retartted of Alabama. 

The exigence ot a judicially enfoiceable constitu 
tional right to treatment and the approach to imple- 
mentation taken by Judge Johnson in Wyatt was rejected 
by another federal court in Burham v. Department of 
Public Health of Georgia, Wyatt and Bu&iam have been 
joined on appeal before the Fifth Circuit. In Welsch v. 
Likins. recently decided in the US. District Court for 
Minnesota, Judge Ead Larson fully accepted the reasoning 
of Wyatt and found a right to treatment under the due 
process clause of the Fourteenth Amendment and under 
the Minnesota statutes, in other cases, federal courts in 
iSiew Yoik and Massachusetts, while avoiding the question 
of the nature of a constitutional right to treatment, have 
granted relief in line with minimum enforceable standards. 
In these subsequent cases on institutional treatment ri^ts 
secured and relief provided has applied to those p«*rsons 
admitted voluntarily as well as those committed, in 
addition to the aforementioned cases, mental health and 
retardation administrators are defendants in right to treat 
ment suits in Nebraska, Illinois, North and South Carolina, 
Missouri and Tennessee. 

While the right to treatment cases have arisen in the 
context of grossly substandard institutions for mentally 
disabled persons, the principles may be applied to any 
residential setting which restricts the personal lit)erty of 
lesidents. There is a growing t>ody of law, in juvenile cases* 
adult corrections cases and other areas, recognizing a 
constitutional ri^t to treatment for persons confined in 
various settings under State Authority, it is clear that this 
right entails more than caretakers and service providers 
doing the best they can within the iimits of existing 
resources. As Judge Larson noted in Welsch: 

. . .good faith is not at issue here. It does not 
suffice, therefore, to show that conditions have 
been upgraded, that the situation will continue 
to improve in the future, and that even more 
achievements would be forthcoming . ... It is 
the Court's duty, under the Constitution, to 
assure that every resident . . . receives at least 
minimally adequate care and treatment con- 
sonant with the full and true meaning of the 
dise process clause. 

Legal Ki^lits Mtm'iiioiil 

Legal action on behalf of handicapped persons in the areas 
of education and treatment exemplify a broad trend toward 
litigation and judicial intervention relating to various service 
systems. Physically handicapped persons have secured 
judicial enforcement of their right to access to public 
tiaii:pr»rtation and public buildings. Favorable decisions 
have been 'cndered in regard to entitlement to minimum 
wage and classification and placement procedures for 
specialized services. 

Litigation is being brought on employment discrimi* 
nation and rights to community services. 

mm 
I I 



Litic)dtion dnd lequl developriients noted hdve caused 
reverberations outside the courtroom aiHi have influenced 
state and federal policy makers. Judicial action on right to 
education, and treatment has cauqht the attention of state 
tt'gi!kliituis as evidenced bv it leci'nt trsoUiUon ot the 
National Legislative Conference to develop model legisla- 
tion relating to the needs of developmental ly disabled 
persons, lak'ng into account the role of institutions, 
education and community progtams. Mote concrete ex 
amples are the hundreds ot bills promoting education of the 
handicapped enacted into law by state legislatures during 
the last three years. Tennessee and Massachusetts have 
enacted comprehensive laws codifying many of the princi 
pies and rights enunciated in PARC and Mills. Implementa* 
tion in North Dakota. Michigan, and Wisconsin is proceed- 
ing with in assist from potential or pending litigation. In 
Treatment, Massachusetts is implementing its completely 
revised mental health, mental retardation code, while at the 
same time under court order to provide habititation to 
institutionalised mentally retarded In Ohio and Florida 
comprehensive codes incorporating a statutory right to 
treatment have been drafted and are before the legislature. 
Illinois. Indiana. Texas, South Dakota and a number of 
other states are in the process ot completely revising their 
mental health and mental retardation codes. 

At the federal level the influence of the legal ri^ts 
movement is reflected in both Congressional and Executive 
action. The Rehabilitation Act of 1973 (P.L. 93*112) is an 
important step in the movement toward the concept of 
habilitation and rehabilitation as an entitlement. The 
legislative history of the art shows a clear concern for client 
advocacy and client participatior^ in rehabilitation plans. 
Title V IS replete with new tools for advocates to assert 
rights to employment and access to transportation and 
buildings. Amendments to the Civil Rights Act of 19R4 to 
specifically protect handicapped persons from all types of 
discrimination has been urged by Congressional leaders, and 
a "Bill of Rights for the Retarded." incorporating the 
standards approach of Wyatt, has broad^based sponsorship 
in the United States Senate. H.R. 70. S. 6 and other 
pending federal education legislation aimed at assisting 
stater to implement fully the right to education mandate 
can be viewed in part as a response to federal court action. 

On the executive s de. the President's cor^cern for 
providing the handicapped ready access to the legal system 
and his directive to the Justice Department to take action 
to protect the rights of retarded person led to Justice 
Department participation as friend of the court in right to 
treatment cases and right to education. Most recently, the 
Civil Rights Division filed suit on behalf of the United 
States challenging as unconstitutional the practices of an 
institution for the handicapped in Maryland. 

In addition, a number of Health. Education and 
Welfare agencies are supporting advocacy efforts (including 
legal advocacy) on behalf of the handicapped without the 
ambivalence that has characterised administration support 
of dfivocacy on behalf of othei disadvantaged groups. 

The spread of legal action and the legislative and 
administrative reaction noted above have ^ed some enthu- 
siastic observers to speak of a rights revolution. Whether it 
is a revolution, remains to be scon. Yet this much is certain, 
the decisions to date when considered with other major 



trends such as increased client militancy, incieased provider 
accountability, decentralization of services, and incieased 
community acceptance of handicapped persons, have the 
potential to bring about substantial changes in all existing 
and planned programs that serve or are intended to serve 
the handicappv^d. Whether the program changes brought 
about by legal action will actually accrue to the benefit of 
the handicapped will depend largely on the ability of 
planners to weigh the programmatic implications of legal 
action and translate judicial decisions into program ad- 
vances. 

lm|iliralHiii}( lor Kiiliirc IMaiiiiuig 

A careful examination of the direct program implications of 
the various legal actions is of considerable importance for 
comprehensive planning. However, perhaps the major fu* 
ture impact of litigation is grounded in the fdct that all the 
decisions and decrees in one way or another accept, 
promote and give public policy status to two theoretical 
constructs which have emerged recently to undergird new 
approaches to service delivery. These constructs, the de- 
velopmental model of disability and the principle of 
normalization, have been most widely used in the context 
of mental retardation and developmental disabilities but are 
applicable to ail disabilities. Jacobus ten Broek set forth 
similar concepts of integration for blind and other physical- 
ly handicapped persons* and Richard Allen has given some 
thouglht to an across the tx>ard legal application of 
normalization to all handicapped persons. The develop- 
mental model of disability views all handicapped persons as 
capable of growth, learning and development. Human 
development and behavior are products of interaction 
between the indivicfcjal and his environment rather than 
attributes of a specific impairment. The model emphasizes 
the potential to alter development and incorporates positive 
actions to accomplish developmental goals. Consequently, 
it provides for the accountability of professionals and 
others for developmental failures brou^t about by iack of 
environmental conditions. While the developmental model 
contemplates intervention to modify both behavior and 
environment, the normalization principle guides that inter- 
vention and requires that the handicapped person have an 
environment and life*style that is as close to normal as 
possible. The normalization principle has been translated 
for use in educational services* residential services* transpor- 
tation, social services and other human services. 

The developmental model and normalization princi- 
ple provide a sound basis for the development of legel 
theories to protect rights of d^M-blind and other handi- 
capped persons. The developmental model of disability not 
only undercuts many of the assumptions behind existing 
statutes and cominon law restricting handicapped persons, 
but it provides a great part of the rationale for judicially 
mandated affirmative action to rm dify conditions detri- 
mental to handicapped persons, but it provides a great part 
of the lationale for judicially mandated affirmative action 
to modify conditions detrimental to handicapped persons. 
The normalization principle provides the courts with a 
useful gauge to develop standards of fairness and due 
process and assess accountability in relation to the extent 
to which practices isolate handicapped persons. In this 



fe(|drd. thr nor nuti/Jtioi) pmuiple links up with d con* 
gruent teyal pnnc.Dle of nqht to Ivast rostnctive alternative. 
Gtinerdlly stated, it holds thjt where governmental activity 
leads to leqiilation adversiHy affecting constitutionally 
protected Ji:tivil<es oi a)nsl«unu>fKillv pn?teried qroups. 
there ts an ot>ligation to explore and employ alternatives 
whiCh can accomplish oovernmental purposes through 
means least restrictive to peisonal tdierties. Many lawyers 
iHflieve that this legal principle can be developeo to frame 
our approach to challeriginq discrimination against the 
h«sndicapped in whatevei form it may take and in whatever 
setting it may occur. One may speculate, however, that in 



this area the law w.il not venture ahead of practice and that 
strength of the legal principle of least restrictive alternativc^i 
rests largely on the consistent articulation and application 
of the development mode; and normalization principle to 
all services for all handic^ipped persons, and the actual 
development of a range of alternatives for handicapped 
persons. Thus it is imperative as legal action coritinues and 
becomes more complen to consider «n advance what these 
legal propositions mean in terms of programs for deaf-blind 
persons with particular attention to the world of work, 
sheltered work, economic security, domestic relationships 
and other important areas of adult functioning. 
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The requisite strategy to planning is thinking. This presenta* 
tion will refer to productive thinking as defined tiy 
Guilford (4> a« construct to be used in initial planning. Data 
will be reviewed which provides a baselit of information 
currently available. From these data, issues will be raised to 
serve as a model f'>r the beginning steps of planning, and 
specific answers will be providi d to illustrate some ways in 
which thinking may lead to new or different solutions to 
problems. A model of future services has been included to 
serve as one illustration with the challenge for others to try 
to generate other models of services for deaf-blind persons 
in the future. 

Pk-cidiU'ti^e Thinking 

' 1 the factor analysis of the structure of intellect, Guilford (4) 
V xribed two areas of productive thinking. Divergent 
t king utilised a premise from which departures may be 
mji to try to iiscove*^ all possible alternatives* * * We 
jtink 'n differeni dirsctionr ^omBtimes searching, some- 
times wking uam'fv/' 'A Diveigent thinking in 

plann;nv for the fut r u ^imd children provides a 
way iO e* ^end beyond our r n» mental set and methods 
of operate, n. It is possibk.. using a divergent approach, to 
ask quest io is which arc not currently being considf ed and 
to raise issues which vv:!l need to be resolved in the neai 
future. Convergent thinking utiii?ed all potential compo- 
nents to synthesize a particular conclusion. . . The 
information teads to one right answer or tcf a recognised 
best conifentionat a/iswer/' (4,p.16) In planning for the 
fi>\.re of deaf blind persons, convergent thinking may be 
to dri V upon maoy disciplines (maragement, meoi- 
cine, sociology, political theory, etc.) to try to bring 
together resources which will provide specific answers to 
r jbiems. 

At this tin *, it is possible to collect the information 
currently available legarding deaf -blind persons and services 
to this population and to utilize productive thinking to 
arrive at specific answers (convergence) or to raise issues 



which need further inquiry (divergence). The important 
point seems to be to knowingly utilize these thought 
processes to thoroughly assess the possibilities of the future 
needs of deaf-blind individuals. 

Review of Factual Data 

At the present time, there are 4»096 known deaf- blind 
persons in the United States between birth and twenty-one 
years of age. (2) Table I provides the distribution of cases by 
age for the ten regions, with accompany ng data providing 
current status of services. 

'nspection of these data indicates that at the present 
time there are 3,563 individuals receiving services (e ghty- 
seven percent of the known population). Services, in 
relation to this distribution, have been categorize ) as: 

1. full-time educational service, day and residential; 

2. part-time educational service, day and residential; 

3. less than thirty hours a year, diagnostic, evaluation, 
or home pro^'am; and 

4. receiving no services, awaiting assessment and place- 
n-.^snt. 

While there are eig^ty*seven percent of the populdtion 
receiving services as reported in this distritHJtion, these data 
do not yield information as to the quality of these services. 

Further investigation of t!.ese data indicates thai by 
1980 the range will fail within ihe categories listed in Table 
11, excluding estimates for the birth to "ix years age range, 
it is important to note that the exclusion of estimates of 
the eariy years does not imply that in 1980 there will not 
be a population of deaf-blind children, birth to six years of 
age. it is an attempt to maintain the factual base and to 
highiight the lack of predictive abiiity currently available to 
estimate incidence in this age range, it may also serve to 
indicate that the characteristics of the deaf- blind popula- 
tion will n> re t ,n likely change by 1980. The rubelia 
vaccine has been effect. : in disrupting the sdven year cycle 
of epidemics. Therefore, it seems reasonable to assume that 
there will be another large population of post-rubella 
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ohildiiM) Uitri siiiiiUir to thosi* tioin (kiiu)q the 1963-65 
epidemic. 

Thus, hy 1980. the population cuiiently identified as 
t»einq dedf hhnd will cutittM in the aqi» lange of IB to 21 
V»Mfv Th's nuist hjve a ptu^nmul ••t<»« l on uut thinkimj, 
planning, and implementing s»MVices for the deaf blind. 

Othet factual m^)vmation cuiientiy available indi- 
cates that most services devi»loped during the past five years 
have been for vety young childteti. such as home centered 
inogiams. eaily childhood educatioi^ services, family coutv 
sefing. and piimaiy academic level piograms. By 1980. the 
need foi these services will have changed. There is also 
indicated that many cieaf-bhnd children are residents of 
state facilities for menially retarded children. Data is not 
currently available as to the appropriateness of this tvpe of 
placement. It may be assumed that some deaf -blind 
children va/iII ne»*d total care througiiout their lives, how- 
ever, efforts to discnmrnate between those liistitutionalt^ed 
children needing total care and those capable of more 
independent furtctionmg are only now emerging (as in 
California and Michigan where formal programs are planned 
to remove childrer) from state- supported hospitals and 
schools and return them to comma lit y based programs). 

It is also a fact that there are facilities which have 
maintained quality services for deaf-blind persons for many 
years, such as the Perkins School, the New York Institute 
for the Blind, Michigan School for the Blind, Washington 
State School for the Blind, and the Alabama Sdioot for 
Deaf-Blind. These institutions have been affected by the 
recent increase in eniphasis in program development at local 
and state levels. Reappraisal of their roles in the education 
of deaf-blind persons has been required. It would seem to 
be a loss to the field if these quali.y programs were required 
to change for the sake of chang.^ alone, and the resources 
which they offer aie not fully utili/ed in future planning. 

One last fact »eems to be most important. This is the 
recent development a cadre of effective persons to work 
with deaf-blinri children. Some of thesH individuals have 
received preparation in college and university programs in 
the area of deaf -blind. Some have been recruited from other 
areas of education.' Some have developed skills through 
on-the-job training in programs for deaf-blind children. 
Planning for future services needs to include consideration 
of the best utili/atron of these personnel. Most of these 
individuals have rc'ceived experiences with very young 
deaf-blind children. There are very few of these personnel 
who have worked with adolescent deaf blind persons or 
adults who are deaf and blind. 

In a recent planning session with vocational rehabilitation 
personnel in Arkansas, Louisiana, Oklahoma, and Texas, 
the question was asked, *What are tfie service needs of 
deaf-blind adolescents?"Through a nominal group process, 
some seventy-Six items were listed as ^x>tentiat "^.eds. In 
voting priorities for the most important needs, the first 
choice by this group of participants (sixty eight persons) 
was "administratrve committment" to services. In discussing 
this priority with participants, it was brought out that the 
participants felt that they could do almost any of the items 
listed as top priorities icomnunication s^.itts, development 
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for vocational training staff, shelteied work ^lettings, long> 
range case management, early identification of potential 
clients, etc.) if they had commitment from above to 
provide this service* What commitment is there to services 
for diMf blind persons for the next three, five, fiftoen years^ 
Are these committments federally based,state generated, or 
locally sponsored? What is the process, administratively, for 
gearing up programs for the future with assurance that 
these programs will have administrative commitment to 
provide long-range services? 

A second issue is one which has been discussed among 
the regior>al center coordinators over the past five years. 
This is whether the deaf-blind population is unique or 
whether there is a larger population which would benefit 
from the types of services currently offered through 
programs for deaf-blind children. The regional center staff 
in Denver has referred to this population as "low incidence, 
high risk/' Others have referred to the population as 
severely handicapped. Is there communality among popula- 
tions which would tend itself to simitar programming and 
services, such as current regional center endeavors? Would 
it be beneficial for programs for deaf-blind persons to be 
more aligned to a larger population: Will regional centers 
be encouraged to expand activities into other types of 
disabilities or multiple disabilities? Will deaf^biind persons 
become tost among a larger population of multi-impaired in 
regard to services? Will services and funding be diluted by 
this expanded concept? 

As the majority of the population grows older, what 
is to be done with the early childhood education and infant 
stimulation programs which have been developed for 
dear-blind children? Should specific programs begin to 
merge so that there are fewer such programs? Should staff 
be retrained to work with older youth and adults? Will 
states be encouraged to pick up funding on ^.hese early 
childhood programs for use with other populations? 

How will alt services to deaf-blind persons in this 
country be coordinated? Witt regional centers be able to 
identify and serve specific problem populations, such as the 
Usher syndrome cases when a person is congenitatly dea* 
and begins to lose vision during adolescent years? What is 
the relationship of regional centers to state rehabilitation 
agencies, federal vocational rehabilitation programs, the 
National Center for Deaf-Blind Youths and Adults, the 
social security amendments? 

What is the role of the regional center in the future? 
Wilt the regional centers be phased out of federal funding? 
Wilt the number of regional centers be reduced with spe* 
cific centers providing unique services on a national basis? 
What trensition is required to reduce the regional center's 
rote in ^'irect services and to increase other activities, such 
as regional resource centers, consultation to programs, eval* 
nation of program services or diagnostic services to deaf* 
blind persons? Witt states he able to pick up services to this 
low incidence population? 

Are skills available to research what is being done for 
deaf-blind children? Specifically, can the quality of services 
which are emerging be evaluated? Perhaps even more to the 
heart of the matter is the question: What are programs 
doing to deaf-blind children? Where do program services 
lead? Recently, a fourteen year old deaf-blind boy was 
withdrawn from a Jay school program in his home 
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community by his parent and enrolled in a state school for 
mentally retarded children. The young rnan had grown to 
where the parent felt that she could neither manage his 
behavior nor accept further responsibility for him. in 
frustration, the teacher stated that if she had known that 
this would have been what was going to hempen to the 
student, she would have spent more time trying to teach 
him to occupy himself with light play or rocking ^d 
learning not to bother others instead of teaching him 
communication skills and academic readiness. If the cyni- 
cism of this remark may be held constant, it does seem to 
raise an issue: Is what we are doing now going to help 
deaf*blind individuals have a "better" future? What is the 
qualitative goal for deaf-Nind education? Can we predict? 
What skills are needed to reach prediction? How long will 
it take to arrive at this level of research? 

What other issues may be raised? What forum will 
be available to continue to raise issues? Perhaps it is at 
this point that the reader would take time to list possible 
alternatives which need consideration regarding these is- 
sues. 

Specifk* Answers 

It seems evident that the next six years, until 1980. em* 
phasis will be placed upon two areas of programming: ser- 
vices to adolescents and their families, and services to 
children and youth not currently in appropriate place* 
ments. This may mean that a new type of personnel will 
be needed. One possible type would be a case manager. 
This person would be assi^ed to a caseload of several 
deaf -blind persons and would have the responsibility of 
developing individual programs, finding resources to meet 
each client's needs, assuring that delivery of services is 
appropriate, and serving in various capacities to facilitate 
services by others to deaf-blind persons. This person may 
serve as an advocate for services, a coordinator to utilize 
all existing resource^ a manager ^o outline resource and 
progam needs, and a steady contact for client and family. 
This person might be employed by a regional center and 
assigned to a state or local agency, or even work out of 
his/her home. This person mi^t be similar to the itiner- 
ant teachers being used in some programs to provide 
outreach services. It vwuld be important that this 
person have access to many agencies and resources. It 
may even be that this person would need to function in a 
role which Barshop in defined as triage: 

Triage refers to a s/stem of assisting priorities, 
in tlie medical and miiitary professions, it has 
meant t/^e assi^nwnt of priorities of metScal 
treatment to battlefield casualties on the basis 
of chance for survimi, urgency, and so on. The 
French have the phrases gare da triage , manoeuv- 
res de triage, and trhsge a la main for marshah 
ling, hunting, sorting, and handpkking opera 
tions, Implied in triage is rapid incisive dacision 
making in the setting of priorities such that 
very costly time or resource loss etoes not occur, 
(p. 104) 

Wirhin the next six years, it seems that there will be a def- 
inite need for the development of supervised, locally based 
living/training/working programs for deaf-Mind youth and 
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adults. These may be patterned after some of the halfway 
houses currently used in vocational rehabilitation with an 
'sxtension of services for the lifetime of the client. These 
may be variations on the respite care centers which are 
tieing considered in local communities for families of 
impaired children, where the deaf-blind youth or adult lives 
in the center for periods of time and returns to family or 
community living arrangements for periods of time. 

In the near future there will be a definite need to 
evaluate the efforts of the regional centers. Criteria must 
be developed for such undertakings which make allowance 
for the unique structure and role of each center, as well as 
objectively reviewing the efforts of all centers as they relate 
to the quality of services to children and youth. 

it would seem that this evaluation would need to be 
coordinated on a national level and that it would require 
sophisticated research methodologies to assure appropriate- 
ness of data collection and analysis. One of the points 
which Guilford made in discussing productive thinking was 
that it would be commendable to be able to come up with 
ten possible solutions to a problem, but evaluation is 
necessary to decide which is the best solution. (4, p.21) 
Evaluative thinking is also an important aspect of the 
structure of intellect, and in program planning, evaluation is 
essential as a primary component. 

Prom all the suggestions made regarding programs 
and services needed for deaf-blind persons, it may be 
possible to list more specific answers which will enhance 
these services. 

One iVIodel of Service 

From the us^ of raising issues and provkJing specific answers 
to some problems which are projected for the future of 
deaf-blind persons, one model of services may be offered to 
illustrate approaches to services. This model is not offered as 
an ultimate product, but as a springboard for the generation 
of future approaches to the delivery of services to deaf* 
blind persons Other approaches are needed. Figure 1 pro- 
vides one model. The challenge is that efforts be made to 
present graphk:ally other models of services. 

Summary and Conclusioiis 

Planning for future services requires time to think in a wide 
range of ways about all the problems and possible solutions 
which will be encountered. There are data which indicate 
the configuration of part of the population for the next few 
years. There are specific statements which may be made 
from inspection of these data. A partial list of issues which 
will be faced in the near future has been offered to 
encourage the further listing of issues and problems. Some 
specific answers have been detailed to challenge further 
efforts to provide a range of solutions. One model has been 
graphically presented, without written interpretation, with 
the request that other models be identified so that a full 
configuration of the methods of delivery of services to 
deaf-blind persons may be thoroughly explored. 

English (3) reviewed rehabilitation services for deaf- 
blind persons and illustrated the need for planning. In 
concluding this paper, it was stated: 
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Fundiny states and regions 
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— Monitoring progress 
Quality control 



REGIONAL 
CENTER 
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Coordinate services to parents and clients 
Conduct casefinding, evaluation and referral 
Provide inservice training 

Develop media and materials* serve as clearinghouse 
Evaluate efforts and research problems 
Disseminate information 



CASE 
MANAGER 



—Identify individual needs 

—Relate to resources and potential resources 

—Documentation of services 

—Facilitating and advocating services 

— Long term case management 




Provide educational programs within state 

Develop prevocational and vocational services via interagency contracts 
Develop continuum of services and state plan 



Time seems to Im the critical factor, Urttess 
planning and coordination i$ begun immedia- 
tely, vocational services, the capstone of the 
continuum of services needed by deaf -blind 
persnriS, will not be available to the number of 
(teaf and blind adults needing these services, 
(p. 12} 



The statement that 1980 is now will be iepe<ite(J 
many times during this conference. However, there is time 
to think through these problems, to plan for future services, 
and to implement these so that quality services are available 
to (loaf-blind persons in the future. 
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Policy Slateiiieiit t roiii the Bureau 



KcIhiii W. Martin 

Xi'tnii: I < .iiuiiui^Hiiiii r 

lturi*au<ii riiinatiiiii li»r tlii- 

hi*)>artipit*nt til llcjltli. l.tturalMHi ami Ai lian' 

KoImtI It. Ilrritiaii 

Xiiiuji X^Mirialt' hi'|Mit\ ri»iMiui>>M>iirr 
UnnMu mI TiIiii atiiiu iiir tlii* llaii«li< a|i|ii'«i 
hi'|iaiiiu<'iit <»f lli-altlK l'i|iiratM»n ami Wi'llari* 

Although the Const tut ion leaves education to the states, 
the federal goveinfwnt has traditionally accepted respon- 
sibility for underwriting progr ms that are not cost- 
effective on a state level, and for providing supplemental 
support to equalize educational opportunities in the nation 
at large, Curriculum research and development, bi-lingual 
and vocational programs, and most of what the Office of 
Education still does is directed toward meeting these needs. 
Education for the handicapped is particul iriy important in 
this context because it is more specialized and therefore less 
cost-beneficial to develop on a state level, and because it is 
needed most by economically disadvantaged children, who 
tend to be disproportionately handicapped and unable to 
''follow" new programs to other cities and states* 

There are approximately seven million handicapped 
children in the United States who need special education in 
various degrees. And since 1971. the Office of Education 
has agreed that they have the same right to an education as 
other children, and that society has the same need to 
guarantee that right. But even with the increase in federal 
support for new programs, less than half of them are getting 
the kind of educatioi< that could make them maximally 
self-supporting. 

The Pniblriii 

Existing state programs for sjiiiecial education are inade^ 
quate. Although forty states now havr .mandatory special 
education laws, no state is currently serving its entire 
population of handicapped children. Areas in greatest need 
of support are: 

1. Identification of children, particularly economically 
disadvantaged and minority children. 

2. Diagnostic placement and evaluation. 

3L Program coordination of childrens' total needs. 
4. Mainstreaming of those children who could benefit 
from inclusion in the re^lar education system. 
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I' Kducatioii for the Handicapped 



S. Development of quantifiable measures of existing 
programs. 

& Adequate training of special education teachers. 

7. Adequate training of regular education teachers who 
could assume greater responsibility for teaching 
handicapped children in their classrooms. 

Pn>p<>spd Sfiliilioii 

Increasing federal support for identification, prevention and 
pre-school education, oiagnostic and placement services, 
deinstitutionalization, programming for low ncidence and 
geographically isolated children, and vocational training and 
job placement for handicapped youth and adults, including: 

1. Establishment of such minimal conditions for federal 
support as state acknowledgement of responsibility 
for providing special education services to all children 
who need them. 

2. Development of multidisciplinary diagnostic teams to 
identify at the earliest age possible those children 
who rieed special education. 

3. Revision of higher education teacher^trainir.g curri- 
cula to prepare regular teachers to recognize and be 
of assistance to handicapped children who ma . be in 
their classrooms. 

4. Subsidizing of special programs to retrain regular 
teachers who may want to work with handicapped 
children. 

5. Organizing and assisting cooperative efforts between 
school districts to take advantage of the economics of 
scale in educating low-inpidence handicapped chih 
dren. 

6. Working with state agencies to develop guidelines for 
quality educational programming in both residential 
and special day institutions. 

7. Working with state agencies and prospective eni- 
ployers to develop vocational programs that will lead 
to real jobs. 



Triple Team Approach 



lldcar L. 1. tin ell 

XiiiiiiiiMralnr 
Jnliii Trar\ rliiiii^ 



if you have ever been annoyed or frustrated because a re- 
search or demonstration project which sounded as though 
it might be of some interest or value «:o you was mr be- 
cause it was poorly executed, improperly evaluated or in- 
adequately documented, the Triple Team approach may 
provide a solution. Triple Teaming is a suggested approach 
to funding model or demonstration programs This approach 
would insure model programs that their underlying con* 
cepts would be fairly demonstrated, appropriately evalua- 
ted and thoroughly documented. 

Model programs are frequently supported with the 
assumption that their unique or improved methods for the 
delivery of service or their service related activity will be 
replicable in other locations. The Triple Team approach 
gte^N out of the realization that there are a number and 
variety of constraints preventing the successful replication 
of model programs. 

Kvaluatititi 

Before a program is replicated, it must be evaluated and 
documented. You want to know how good it is and 
whether or not it will fit your needs and your budget. 
Adequate and objective measuring instruments are rarely 
available. Evaluation systems in the behaviorial sciences are 
limited, particularly in such a specialized field as the 
deaf-blind. As a consequence, evaluation tends to fall into 
one of the following types: 

1. Standardized Test Approach. The applicant reports 
that evaluation will be performed, utilizing a compre^ 
hensive list of stancardized tests, most of which are 
inappropriatp for the subjects or the objectives of the 
proj«»ct. 

2. Behaviorial Ot^'ectives Approach. This has the most 
promise, but for a variety of reasons is frequently 
weakened either by specifying trivial objectives, or by 
reasonable objectives which are not evaluated until 
the completion of the oroject and thus perform no 
guidance role. 

3. To Be Developed. The project director and stafi will 
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develop evaluation instruments during In-service train- 
ing sessions or in two weeks before the project starts. 
They generally indicate that these instruments will 
cover many areas of human behavior. These proposals 
are perhaps the weakest because they suggest that the 
proposers are not sufficiently aware of the magnitude 
of the problem. 

4. Farmed Out Generally a specialist from a nearby 
college or university will be retained on a part-time 
basis to do the evaluation. Somehow, he is supposed 
to insure approp ^te evaluacion. This is not to 
suggest that there are not well qualified evaluation 
specialists but only to point out that personal 
expertise should be used in addition to rather than in 
lieu of valid measuring instruments. 

DijiMemination 

Afte. the project is evaluated, the results must not only be 
dissemina'ted, but documented. This is likely to consist of: 

1. Opportunities for people tn visit and observe the 
project 

2. Papers or workshops giveii by project personnel at 
professional meetings. 

3. At some delayed period of time after the completion 
of the project, a final report. 

Each of these helps to inform others of the existence 
of the project, but they are not particularly helpful to 
someone who wants to leplicate the program. Videotape 
has been used in some of these dissemination efforts, but it 
is Generally in the "show and tell" tradition, presenting 
examples of the best of the staff working with the best of 
the participants under ideal conditions. 

Rpplicatbn 

If replication rather than publicity was the goal, it would be 
desirable to focus our efforts on a thoroughly documented 
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"how^to-do it" manuaL This manual would coyer the 
activities of the project from its very beginning. What were 
the decision points? What was the rationale for decision 
making? What mistakes were made, as well as what 
successes? What kmds of activities r ent on as a patt of the 
project? What were the skills required of the staff? This 
manual would provide enough information about skills, 
procedures and materials to realistically portray to the 
interested agency everything that would be involved in 
attempting a replication of the project and would give them 
specific help in getting started. 

Fiiiiditif; 

Funding with the Triple Team approach would, in the long 
run, be the most economical. No one wants to submit a 
proposal that wilt be turned down because of cost. But 
efforts to reduce the budget generally show up in the areas 
of evaluation, documentation and dissemination. They are 
mentioned in the application only because the guidelines 
call for them. This paper suggests that funding through the 
Triple Team approach would allovN demonstration projects 
to be set up that would pro«^ide adequate service, thorough 
evaluation, and rapid dissemination. 

Under the Triple Team approach, demonstration 
projects would be staffed by three separate teams. One 
team would provide the service, another the evaluation, and 
the third documentation and dissemination. This does not 
mean that there would be three staffs of equal size. This 
imbaianct between service, evaluation and documentation 
might be solved by the addition of as few as one or two 
staf members. The emphasis would be on funding and 
staffing the projected model program according to sound 
psychological and educational principles, rather than bud- 
getary constraints. 

For example, this might mean an increase in the 
educational staff serving deafblind children in a residential 
institution. In some of these situations, the education staff 
works with the children five hours a day and then turns 
them over to ward personnel wito, for a variety of reasons, 
may have little or no knowledge concerning the objectives 
of the educational program and little training or skill to 
per:T)it them to reinforce and implement the educational 
program during the balance of the child's day. Under the 
Triple Team approach, the service staff would be aug- 
mented with residential staff personnel qualified to carry 
on reinforcement of the educational program during the 
child's out-of xhool hours. This is a limited example. In 
many projects there are situations in which budgetary or 
other constraints interfere with the operation of an ideal 
program. Under the Triple Team approach, the service 
component would be optimized in the belief that a small 
addition to the staff mi^t produce significant improve- 
ments. 

The evaluation team would have a primary respon- 
sibility for developing and canying out an evaluation of the 
program. This would be an ongoing program with feedback 
to the service staff so that activities and objectives could be 
modified in the light of experience. This team would be 
staffed with whatever personnel might be required to carry 
out a comprehensive and meaningful evaluation. The 
composition would va'V with the nature of the project. An 



adequately staffed evaluation team might Ov/eloo and 
validate badly needed measuring instruments. 

The documentation team's task would be to provide 
an ongoing and complete documentation of the project 
with particular emphasis on detailed descriptions of typical 
activities and a careful analysis of the skills utilized by the 
staff in carrying out the program. Hopefully, such a skill 
analysis might lead to the definition of a training program 
for personnel to staff such programs, if widespread emula* 
tion was indicated. One objective of the documentation 
team would be to have their descriptive report completed as 
soon as possible after the termination of the project. The 
written report would be augmented with vuhatever media 
might be appropriate to make their completed package the 
most useful to others wishing to replicate the program. The 
documentation team w.> ^)d be judged successful if their 
report: 

1. permitted other interested parties to understand 
enough about all aspects of the program so that they 
could make informed judgments about the '.easibility 
and potential value of attempting to replicate the ser- 
vice in another location. 

Z was complete enough to provide significant assistance 
to those attempting to replicate it. 

3. was completed shortly after termination of the 
service component. 

Admittedly the costs of these Triple Team projects 
Vi/ould be more expensive than a more typical demonstra- 
tion program. The increased value of adequate evaluation 
and documentation, as well as the possibility of immediate 
replication of the project, would outweigh the extra coses. 
This approach seems particularly appropriate in the field of 
the deaf-blind where the numbers are small and the array of 
demonstration projects is potentially smaller. If the dollar 
support of demonstration projects was kept constant, this 
might lead to a more careful selection of projects to be 
supported, which would more accurately reflect priority 
needs. 



Project Monitor 

A potential problem .elates to the interaction of the three 
teams. The likelihood of serious differences of opinion 
should be recognized. Each team would presumably have 
different interests and, hopefully, considerable ego involve- 
ment in their own efforts. It would seem undesirable to 
place the overall project dr-'ection under the head of any of 
the three teams, because of the potential that one point of 
view might dominate the project. 

To avoid thi^' possibility it is suggested that a project 
monitor, selected by representatives from each team, be 
'Employed to oversee the project. The project monitor 
would meet with the teams for regular progress reports. It 
would be his responsibility to serve as referee in differences 
of opinion and his obligation to report failures to meet 
objectives to the sponsoring agenc^^ Ideally, the project 
monitor, while committed to the success of the project 
himself, would be independent of the team members- 
perhaps even associated with another institution. 
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fairly demonstrated, appropriately evaluated a«>d thorough 
DerY)onstration projects which offer the promise of meeting ly documented. Triple Teaming means that needed pro- 
the emergmg needs of our target (X)pulation should be grams will be available for immediate replication. To insure 
funded utilizing the Triple Team sipproarh. Tuple Tojniing continuing progiess and development of deaf-blind children 
means that model programs of interest and value will be in 1980, the Triple Team approach Is needed now. 
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Alleriialiv(\s to llospilalizitig Developmeiitally Handicapped 
(Children for Carc% Trc^atment and Kducation: Part 1 



rhi Chilli Mnitiil llraltli Spi ••Mli^t 
rvprriiiiriital rruiiiiii^ IVn^ram 



The lni|Nirtaiire of Adof|iiate Parenting; 

A considerable body of knowledge has accumulated over 
the past four decades about the importance of adequate 
parenting of children to become mentally healthy, happy, 
and productive adults. Spitz (10, 11) reported in a series of 
papers on the devastating effect which deprivation of 
adequate parenting has on young infants and children. In 
careful obser 'ation of infants reared in a foundling home, 
he found that :he development quotient of infants dropped 
almost in half during the first year of life and half of that at 
the end of the second year. These infants became, besides, 
very susceptible to illness and showed a high degree of 
mortality rate. He called this condition "hospitalism." At 
about two years of life, the survivors could not eat alone or 
move about, were not trained for cleanliness, and had not 
developed speech or. at the most, learned to speak a few 
words only. Spitz reported on a control group of children 
who were born in a penal institution to delinquent girls. 
The inf.»nts of these girls were alert, active, agile, and 
developed normally. He saw the difference in the outcome 
of the development of these two sets of children in the 
different pattern of mothering. The children who were in 
prison received good care and attention from their mothers 
who took pride and pleasure in their offspring. On the 
other hand, the children in the foundling home, although 
taken care of physically and nutritionally, had only 
one-eighth of a mother to meet their emotional needs. 

Bettelheim and Sylvester {3) speak of psychological 
institutional ism when no parenting figures are available for 
a meaningful and continuous relationship with children 
who live in an institutional setting for a prolonged period of 
time. It also occurs in children who live in disorganized 
family settings, or who are exposed to a succession of foster 
homes. They indicate that no psychotherapeutic measures 
can be effective if no meaningful interpersonal relationship 
between adult and child exists when a child is unrler 
treatment. Depersonalized rt '^s and regulations in an 
institution may lead the child become an automaton in 
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his passive adjustment to an institution, but usually do not 
lead o an internalization of behavioral controls. In 
Truants From Life, Bettelheim (2) discusses the conse- 
quences of deprivation in a case of institutionalism. Bowlby 
(4, 5, 6) has written extensively on the importance of a 
child's development of a stable and continuous relationship 
with a parent or parenting figures. Winnicott (12, 13) 
reports on the difficulty of treating children who were 
deprived of adequate parenting and discusses the impor* 
tance of a "good enough environment,'' meaning a reliable, 
continuous^ affectionate relatkinship with the child's 
parents. The R )bertson$ (7, 8) reported on the traumatic 
effect of hospitalizing a child even for a brief period. In a 
recently published essay, Spitz (11) makes a distinction 
between learning, which he considers input, and storage of 
information in the memory bank and fundamental educa- 
tion, whicli is the process which leads to changes in the 
child's thinking and behavior through identification with a 
parent or parenting figure. He points out that some of the 
failures which were experienced in trying to provide eaily 
intellectual stimulation which were attempted with young, 
deprived children to accelerate their learning process by 
explaining that these children lacked a f*indamental educa- 
tion in the environment in which they were brought up. 
According to Spitz, the process of learning nr«ust be 
preceded by a process of how to learn, which is part of the 
fundamental education through identification with a parent 
or parenting figure. 

My own experiences in vwrking with disturbed 
children in a state hospital over more than two decades led 
to the conclusion that a state mental hospital, or any 
institution for that matter, is not the proper milieu for 
treatment of severely disturbed children. A child is sent to a 
state hospital for treatment for a variety of behavioral 
manifestations. The common denominator in all these 
manifestations is the fact that the control system is out of 
whack; i.e., the ego system is deficient in some or most of 
its executive function! The child is sent to the hospital in 
the expectation that he or she will find a therapeutic 



niiiioii. «i cont:i*|*1 which vv«is iiiiiii(iui:i»fi in ih«» litoiMiiri* by 
Bettelheim ami Sylvestei (3). Thei%«piHitic mih»*u is ilef ined 
as the total manaqeiiieiit of an environment for the 
tieatment of a child. In thi^ content of his presentation, 
W^nnicott's ronr»*pt of "th»» qood i»n()uoh iMwironm»»nt" is 
piefetred k)ecause the cential ()oint uf this concept is the 
l^kiient-child leiationship so essential to the qiowing and 
developing child, and no less im|>ortant to the child under 
treatment. No child undei tieatment may he ocpiived of a 
tehahle <ind affectionate iplatioi.ship with a parenting 
figuie. Unfortunately, such a reliable, constant, and con^ 
ttnuous relationship with a parenting figure is very difficult 
to come by m a state mental hosfiital. 

Hash* Nwds 

In the most qeneial and Simple terms, a child needs three 
Ixisic experiences to develop into a happy and productive 
adult. He needs, at)ove all, the experience of living In 
intimate conditions within a family unit so that he can 
learn how to relate affectionately and intimately with 
members of his own family, and with other people when he 
l)ecomes an adult. He needs the experience of living in a 
norma* neighborhood where he can find out what the world 
outside of his home looks like. He needs to learn how to get 
along with his peers, how to play with them, how to 
compete with them, and how to assert himself; and, finally, 
he needs the civili?ing experience of a public school. Of 
these three basic experiences, we have been successful only 
m providing our children with arr educational system as 
good or better than anything that is available to the 
children in the communities from where they are sent to 
the hospital. We have not been able, however, to provide 
the children with experience of how to relate intimateiy 
with adults and peers. The reasoi why we have been 
successful in the one and not in the other goes to the very 
heart of treating severely disturbed children. Partly, it is 
because of factors inherent in the child; and, in part, rt is 
because of the institutional conditions in a state mental 
hospital. 

All, or nearly all, the children who come to a state 
hospital have one Handicap which is common to all of 
them: the inability or great difficulty of relating to peers 
and adults. These children find themselves in a dilemma 
similar to schisophrenic adults which Bellak (II described 
through the use of the metaphor of two porcupines wanting 
to get warmth from each other. If they come to close, it 
becomes very painful; and if they don't get close enough, 
they don't get the warmth which they need. Our emotional- 
ly disturbed children are skilltul in avoiding getting involved 
in any close relationship with either adults or peers. They 
would go to any length to thwart any adult who is trying to 
develop an intimate relationship with them. As a result, a 
sort of coexistence develops on an ^personal level. The 
child learns, after awhil«\ to follow certain rules of conduct 
under hospital conditions; but there is no personal involve- 
ment with staff or attachment which is essential for a 
growing child for identification and for establishing inner 
controls. A frequent experience has been that when a child 
leaves a hospital after a year, or two or three, and returns to 
his family or is placed in a foster home, he still is incapable 
of for.ming relationships and, sooner or later, is returned to 
the hospital for another period of treatment. 



The hospital is a place where staff are trained to focus 
their attitude on psychopathology. Often the child is 
looked upon as an appendix, as it were, to his brain 
damage, his autism, his schizophrenia, or whatever the 
psychopathology may be. The very fact that he is a patient 
m a hospital removes him from the category of being a 
child like other children. He is surrounded liy compassion, 
by protection and forbearance. He is dressed, fed, scrubbed, 
in the best Hip^x)cratic tradition. But one wonders what 
such an attitude and expectation does to the self image and 
self-esteem of a growing and developing child. Then, there 
IS the factor of changing shifts three times a day, twice a 
week. The person who puts the child to bed in the evening 
will not be the same who awakens him in the morning; and 
chances are that that person will not be the same the next 
morning, and the morning after next. The few minutes of 
tucking a child to bed and getting him out in the morning 
are more important to the child's emotional development 
than any daytime activity because it makes him more 
acceptable to intimacies and facilitates the formati.^n of 
relationships. And this time is lost, both to child and to the 
staff, of reaching out and developing a reciprocal relation* 
ship. The coming and going of people three times a day and 
changing of shifts twice weekly can only induce confusion 
in the developing child. One wonders what this might do to 
his self-image and to hrs developing capacity for trust in 
other people and his capacity for indentification. It is 
through identification with a parenting figure that the child 
learns how to ledrn-a process to which Spitz (11) refers as 
fundamental education- in contrast to the process of 
learning which consists of input and storage of information 
in the memory bank. Another factor in this is the ratio of 
staff to children which would permit intimate and warm re* 
lationsfiips between children and staff. On the cottage with 
our most regressed and severely disturbed children, we usu- 
ally have staffing to provide, during the waking hours, rough* 
ly a ratio of one nursing staff to five children, or eight staff 
members for forty children. For these eight staff to be 
actually present during all waking hours, one has to assign 
actually twelve staff per eight>hour shift during tne waking 
hours, which is enormously costly. It must also be kept in 
mind that of the eight staff who are expected to be present 
for the forty children, usually five to six are available at one 
time. The reason is the high absenteeism because of the 
strain and stress of caring for these mentally disordered 
chi'iren. But assuming that eight people are available at all 
times, and there is a ratio of one staff to five children, no 
intimate relationship can develop in the cottage. Most of 
the time one would observe disorganization among the 
children, or random hyperactivity or withdrawal. This is in 
stark contrast to what happens in our educational setting 
where a ratio of one teacher to five children produces a 
very effective educational and socializing experience for the 
child, which eventually will lead to greater emotional 
stability. There are several reasons why this ratio is so 
effective in a school setting and not so effective in a cottage 
setting. To begin with, in the school wve have professionals, 
with an orientation towards children, who have been 
trained in the management and education of children in the 
classroom. Secondly, teachers are not expected to liecome 
intimate with children, to take them on their laps and play 
with them. The relationship between child and teacher is 
different from that of a chilr' and a pare*«ting figure. The 



most important iisiKuit is tluit thi*re is u buffer between the 
teacher and the child. The teacher is task oriented, and so is 
the child in a school setting. It is the intellectual perfor- 
mance and the teacher's professional skill which creates a 
satisfactory, acceptable distance bt*Twe»*n child and teacher 
and which makesi thu expenence beatable tui both partners. 
Finally, there is the structure of the classroom which is so 
very impo^ant for the child because it helps him in keeping 
himself organized. It is a prop to his ego. Limits are set to 
his movements and his activities. He is kept in place for a 
predictable time, and the child has to focus his attention on 
the subject and the teacher. There is a constant flow of ego 
support from the teacher to the child, providing the teacher 
has sensitivity and understanding of what is going on 
between the two in the classroom, and providing the 
teacher-patient ratio does not exceed one to rive at any 
given time, i referred to this phenomenon on another 
occasion as "ego transfusion" which helps the fragile ego of 
a child to maintain some equilibrium in his inner life and in 
his conduct m r*\e classroom. One cannot but be impressed 
when one observes the behavior of these very disturbed 
children in a classroom conducted by a sensitive and warm 
teacher. The children give the impression to the unbiased 
observer that they behave like any normal child in a normal 
school letting. In contrast to this picture, when visiting a 
cottage after school hours, one is amazed how "crazy" the 
children look and behave. They either withdraw into a 
corner or stretch out anywhere on the floor, or throw 
temper tantrums, throw pieces of furniture around, and are 
hyperactive in a variety of ways. 

Salollilr Hollies 

The comparison of the behavior of the children in a 
classroom with that in the cottage led to the question, 
"Why not have the best of two worlds?" "Why not develop 
a similar educational system in the community where the 
child lives and provide him with family-like living con- 
ditions, if not in his own family, in homes with specially 
trained figures who could fulfill the family role and provide 
care and treatment for four psychotic children in such a 
home?" Thi<; reasoning ted to the birth of the Satellite 
Home concept. The crucial point in this scheme was to find 
out whether it would be possible for professionally trained 
parenting figures to care for four psychotic children 
twenty^four hours a day. seven days a week, over a period 
of several years. If it were possible to develop such Satellite 
Homes in sufficient numbers to provide for the care and 
treatme>n of children who need hospitalization, the long^ 
term treatment of these children would be far more 
effective, and far less costly, than in a state mental hospital. 
Much of the cost in a state hospital is benefitting the 
children only indirectly. To run a hospital efficiently, one 
needs not on!y three shifts daily and two overlapping shifts 
weekly, but one needs, also, several levels of supervision, 
with several levels of directors, superintendents, business 
managers, and maintenanu personnel, and a very costly 
hospital structure. By contrast, the Satellite Home requires 
only the payment for the people directly involved with the 
children, plus twice-weekly consultation services for the 
parenting figures, and any decent family home in a good 
neighborhood which could be had for about SlOOa bed per 
month, instead of a capital investment of nearly $50,000 



per bed for building a hospital. The establishment of such 
Satellite Treatment Homes in the community could provide 
twenty*four hour care and treatment for children who 
require such services. Such homes would enable county 
mental health centers to offer fully^integrated mental 
health services to children and families who could benefit 
from them, which would include child guidance, day treat- 
ment, and twenty-four hour care. 

Start 

To staff such Satellite Homes, we will need to train college 
graduates to develop skills in the child mental health field, 
to become professionally trained surrogate parents in such 
Satellite Homes, and, also, to develop competency in the 
care, treatment and education of such disturbed children in 
day treatment centers, in special classes in public schools, 
and wherever their services may be needed, including 
nonprofit, twenty-four hour treatment centers for children 
in the <X)mmunity. Such a training program now exists at 
the Children's Treatment Center of the Camarillo State 
Hospital which I started in 1970. The training is now 
conducted on three levels: the A.A., B.A., and M.A. Each 
level has a two-year training program, supervised for the 
A.A. level by the nearby Moorpark College, a community 
college, and for the B.A. and M.A. levels by the California 
Lutheran College. Graduates of the M.A. level receive a 
Master's degree and certificate of competency in child care, 
and credentials in special and general elementary education 
for public schools. The training and teaching is done on the 
campus of the Children's Treatment Center by members of 
an interdisciplinary clinical staff. Currently, there are about 
sixty students in training on all three levels. So far, we have 
graduated two classes-one on the M.A. level, and the other 
on the A.A. level. We expect to graduate another class on 
the M.A. level this coming summer. 

Oporalioii 

W.. have had four Satellite Honnes in operation for the past 
four years. Two such Satellite Homes were established on^ 
the hospital grounds, several blocks away from the hospital, 
in the employees' village where physicians and their families 
and administrative personnel live like in any other normal*^ 
neighborhood. A number of families have young children 
and live in single homes, and family living conditions and 
the nei^borhood are comparable to any neighborhood in a 
community. A home in such a r^elghborhood seemed to 
offer, therefore, community-like conditions for establishing 
ax) experimental Sattelite Home where we could observe the 
operation of the home under family-like conditions and 
compare the behavior of the children treated in such a 
home with that of the children in the nearby hospital. We 
could compare the effect on the treatment of the children 
of a stable and continuous relationship which these children 
developed with the parenting figures in the Satellite Home 
with the lack of such stable and continuous relationship 
with the staff who functioned as parenting figures with the 
children who were treated in the hospital. We have since 
also developed two Satellite Homes in the community -one 
in Camarillo and another in the San Fernando Valley. The 
Satellite Homo in Camarillo has been in operation for about 



four years, tht* oru* <ti H^m f iMujiuio Viilloy close to a ytar 
and a half o» so. 

Our observation of the tiehavioi of the children m the 
Satellite Homes on the hospital grounds, in many respects, 
confirmed a number of out expectations which we had 
alK)ut children treated m such homes: 

1. First of all, after a brief period of adjustment to the 
new conditions, the childien intermingled with the 
neighborhood children of the other employees and 
behaved, to all appearances like these children. 
During their free time, they played on the front lawns 
of their hi)mes oi the homes of the other children. 
They played with them, they ran with them, and they 
moved freely without the need for continuous super* 
vision. Over a period of nearly four years, in four 
different Satellite Homes, we had no runaway epi- 
sodes. This is in contrast to frequent occurrences of 
runaways at the Children's Treatment Center* It is in 
contrast to the need for constant watching of th^ir 
movements and to keep them behind a Ciiain* ink 
fence while they arc being treated at the hospital. 



2. Close attachments vy/ere formed between children and 
parenting figures to such a degree that when children 
left after six months or two years to be returned to 
their own homes or to traditional foster homes, the 
loss was |:>erctived a id felt by the surrogate parents as 
ii they had sepj>;dted from their own children and 
required weeks of preparation for such an event; and 
the same applied to the children. 

2. On theoretical grounds^ and on the basis of our clin* 
ical experience, the Satellite Homes in the communi- 
ties could be used as effectively for the care, treat- 
ment, and education of retarded, deaf and blind 
children as they have been used for the care and treat- 
ment of severely mentally disordered childrea The 
curriculum for training of Child Mental Health 
Specialists could be somewhat modified to prepare 
them to fvinction as surrogate parents for deaf and 
blind children by having them trained in specific tech- 
niques which would be applicable tor such children. 
The setting up of Satellite Homes in the community, 
in combination with special education and day treat- 
ment centers for deaf^blind children, oould be made 
an integral part of any educational or treatment sys- 
tem in each community where such handicapped 
children live without investing large sums of the tax- 
payers' money in building and operating institutions. 
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It or.e couM make a general statement about the planning 
for the caf«' treatment and education of mentally handi- 
capped children which could also apply to other develop- 
mentally handicapped youngsters such as the deaf and 
Mind, it could be best summarized under four headings: 

1. The Physical Environment 

2. The Human Environment 

3. The Emotional Support System 

4. Prevention 

Tlip Mivsical Kmiroiiment 

The physical environment has a number of other facets 
than those mentioned under the Satellite Treatment Home 
concept. For instance, the physical environment may refer, 
as in the case of the Satellite Home, to the broader 
surroundings of a normal neighborhood in the community. 
Or, it may refer to the more immediate and limited concept 
of space by which the child is surrounded in a hospital 
setting, meaning the size of the room, the quality of the 
space in which he lives, such as the colors of the wall, the 
light, the cheerfulness of the total view of space within a 
room. 

The impact of the physical environment on emo- 
tionally disturbed children and how it affects the well-being 
of patients in a state hospital has received little attention in 
the past, either by administrative psychiatrists or by 
architects who build the hospitals. The well-being of the 
normal human being, his effective functioning in whatever 
capacity, his productivity, is greatly influenced by the way 
he uses the physical space in which he spends his time. TSis 
often escapes nt>tice by the person who has a small area to 
deal with, such as his own home. But it looms large to an 
administrator in charge of substantial physical areas housing 
mentally ill children. Perhaps it is also because of our 
excessive familiarity with the problem of space that its 
psychological significance has received a minimum of 
scientific study, particularly in regard to its effect on 



mentally ill children. Physical space owes its significance 
largely to the critical role it plays in the interpersonal 
affairs of everyday life. It determines who associates with 
whom and under what general conditions. The freedom of 
dioice open to the individual is usually maxinnal in the 
selection of dwelling space, n>ore restricted in the selection 
of where to work, and is one of the aspects of everyday life 
most readily sacrificed by the merially ill patient who must 
seek the resources of a state hospital. When it comes to 
providing proper housing for children in a state hospital, 
the quality and distribution of space may have a modifying 
influence on their behavior. For psychotic children, because 
of their poor ego boundaries and distorted perception and 
difficulty in orientation in time and space, a Properly 
structured environment is of paramount importance. 

The physical environment includes not only the 
number of square feet per patient, which has become the 
sole preoccupation of state hospital planners and adminis* 
trators, but, far more important, includes the quality of 
space. How one uses space, the color of the walls, the style 
and color of furnishings one puts into it, how one adapts 
space to the needs of different children, is far more 
important lhan the number of square feet which are 
apportioned to each child in a cottage. The impact of the 
physical environment on the well-being and on the behavior 
of the mentaily ill child is far greater than we have been led 
to believe by the casual and scant attention which this has 
received by hospital planners and hospital administrators in 
the past I consider it to be an important factor which 
influences the child's behavior during his residence in such a 
facility-it is ubiquitous; and, therefore, it affects the 
child's behavior twenty-fcur hours a day: and it is the least 
costly tool of ego support in such a residential setting. One 
can gauge the impact of the environment on the patients by 
observing the adult mentally ill patients' behavior on a 
hospital ward where they spend their time, day in and day 
out, in reclining, heavy, steel-framed chairs, strung along 
the wall. Such a chair forces the patient into passivity and 
dependency, and the arrahgement of the chairs encourages 
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emotional and social isolatioiv Similar space arrangement 
had been attempted sixteen years ago when our new 
children's facility had tust been completed. The identical 
chairs were strung along the walls in the same arrangement, 
but with different results. Fortunately, or unfortunately, 
depending on one's viewpoint, children have a way of 
letting their displeasure and discomfort be known to their 
environment throuc^ their t^ehavior. We had a period of 
massive destruction on all our cottages with hundreds of 
window panes broken eve^y month. This period has left an 
unforgettable impact on my mind and led to the develop- 
ment of the concept that physical space and all aspects of 
its arrangements, including color of the walls, the shaoe of 
the furniture, etc.. has a behavior-modifying influence on 
our emotionally disturbed children, and particularly on the 
psychotic child. It led to the theoretical concept that we 
iK>t only cany Within us as a part of our psychological 
makeup, our body image but the space surrounding the 
body image as well, which may explain, perhaps, the 
discomfc^^ which all of us feel when returning home 
from a hi.rd day's work, we find some furniture completely 
rearranged. If normal adult people lose their emotional 
equilibrium by such a rearrangement of the furniture, how 
much more will it affect the yoi^ng schizophrenic child who 
has difficulty with his body boundaries, his orientation in 
space, changing muscle form in the maintenance of posture 
and equilibrium, because of immature postural and righting 
reflexes so basic for man's orientation in his environment. 
With this in mind we designed specfal furniture to take into 
account the handicaps of the schizophrenic children; and 
with the financial help from outside sources, we had it 
custom made and refum.ihed our cottages. In the cottages 
for the schizophrenic youngsters, the furniture is bolted 
down on a platform attached to the floor. When the child 
wants to sit at a table, he has to squeeze himself into a 
chair, and in doing so becomes aware of his separateness 
from his environment-of his body boundaries. The chairs 
have straight backs, and his posture is such that he is alert 
and in a prepared posture to perform. On the other hand, 
when time comes to move around freely, the space is so 
structured that he can do so without getting lost in space. If 
he feels like relaxing, or romping around, there is another 
area for it all in the same room. The furniture is sturdily 
built, functional, colorful and stimulating. Each cottage, 
depending on the age of the child and the psychopathology. 
has entirely different space arran^ments. The cottage for 
the adolescent boys and girls provides an informal atmos- 
phera conducive to comfortable, stimulating, social living, 
appropriate to the age of the patients ss well as to the staff. 
The change in behavior of the children on all *evelshas been 
dramatic following the rearrangement of space. In recent 
years we have had no more destruction on a cottage with 
forty children than in any normal home with six or more 
children, and probably far less than in any well-run 
boarding school. 

The Satellite Treatment Home concept which was 
dealt with in the first part of this presentation owes its 
origin and developni^'nt to the need of the disturbed child 
under treatment for ji steady, reliable and continuous 
relationship with parenting figures, hopefully, who receive 
training in child care and treatment. It owes its develop- 
ment, also, to the need of the disturbed child for 



normalization of his living conditions which can best be 
done in an average, expectable home environment, in an 
average nei^borhood. in their own communities. The 
concept of the Satellite Treatment Home emtiodies other 
features whcch can be used not only for the promotion of 
the well-being of the child while under treatment, but can 
also be used to improve the standards of his treatment. One 
of these features is the special arrangement of the physical 
space surrounding the child and staff. For instan.:e. large 
wards where sixty, forty, or even twenty children live 
deprive these children not only of their privacy and 
opportunity to intimately relate with each ether and with 
staff, but it also deprives them of their self-esteem and 
human dignity. Such large living quarters. Grfnd Central 
Station-like, often counteract the therapeutic efforts of the 
personnel assigned to the care and treatment of these 
children, entirely apart from the isolation of these children 
from community living^ and entirely apart from the 
deprivation of the crucially important, steady and con- 
tinuous parenting relationship with staff members. 

It must be conceded that, at the present time, there are 
large numbers of severely psychotic children, deaf and blind, 
retarded and other developmental ty handicapped children 
who live under a variety of conditions, including "back 
ward^' to which several speakers referred in the conference, 
and who. for a variety of very realistic considerations, could 
not be moved, without providing intermediate stages, to the 
Satellite Treatment Homes in the community. One should, 
therefore, consider for the transition period developing 
intermediate facilities between the back wards where 
children now linger on and the Satellite Treatment Home in 
the community wnere they should be heading. In planning 
for these intern^ediate steps the structure of the physical 
environment of the Satellite Home could be used. Four- or 
five-bedroom cottages could be built, or existing em- 
ployees' homes could be used within an institutional setting 
within the area of the present state hospital for the 
placement of the children now living in back wards. Or 
clusters of such homes could be built within the com*^ 
munity or very clow to a major community comprising a 
region of several counties for the care and treatment of 
these children. Such clusters of homes will require a day 
treatment center for schooling and socialization of these 
children. One could visualize then that the children from 
the back wards would move into such Satellite Homes 
within the confines of an institution as the first step 
towards normalizing their lives; anci as a second step these 
children could move to a cluster of Satellite Homes located 
within the community; and the final step could be to 
integrate them into either Satellite Treatment Homes 
within a normal neighborhood in the community, into foster 
homes, or into their own families. A number of children may 
not be able to progress for some years beyond the first 
stage of the Satellite Home within an institution or within a 
cluster of Satellite Homes in the community. But the 
Chances of their rehabilitation in indiwidual family homes is 
far greater than if tiiey would remain on a back ward, or 
even a "front ward", not to mention the many other gains 
for these children by providing them with dignified living 
conditions to which all ot them are entitled. For the long 
term, whatever cost may be involved in such arrangement 
of their living conditions will be far outweighed by the 
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advantages gamed foi those chiUlieo and for society. Much 
of this could be a practical leality by 1980 if funding could 
be obtained for implementation of such a plan. This could 
be done in the form of a research project which could 
compare and evaluate the various placements which such a 
plan envisions. 

The lliiiiiaii KiivtriitiiiHHil 

However important the space area Is for the care, treat 
ment. and education of developmentally handicapped 
children, it is only their environmental background or 
structure in which treatment lakes place. The concept of 
structures carries over into treatment. Just as organization 
oi physical space supports the devttiopmentally handi* 
capped child in his body ego, so the therapist's or 
educator's own ego provides the ego transfusion for the 
mentally or otherwise handicapped child to function either 
in a homelike environment or in a structured educational 
setting. It is not enough to surround these young, develop- 
mentally handicapped children with "technicians" who 
have been trained to acquire certain techniques for remedia- 
tion of specific deficiencies in these children: such as sign 
language for the deaf, sensorimotor skills for the blind 
and physically handicapped, special education for the 
emotionally disturbed and mentally retarded, or speech and 
language for the aphastac child. What is urgently needed are 
specially selected and specially trained people to deal with 
the whole child, the normal child, the emotionally and 
mentally disordered child, the sensorily deprived and 
physically handicapped child. In the various training pro- 
grams for the deaf -blind, for the great variety of develop- 
mentally handicapped children, it is often forgotten 
that the child is a total being who not only requires 
specialists for special needs but also, and primarily, requires 
generalists for his total needs. 

It must not be forgotten that the child is not a small 
adult, a finished product as it were. He is rather in the 
procsss of growing, changing and becoming. His needs are 
not met by teaching him or her certain skills. The child 
requires having his emotional needs met, his self-esteem 
developed, his identity established. Because of the necessity 
to possess this special ability to deal with developmentally 
handicapped children, treatment cannot be done by people 
who have been trained to deal with emotionally or 
otherwise handicapped such as blind and deaf adults. Such 
people first have to unlearn certain practices and ap- 
proaches which, although effective with adults, may 
have an adverse reaction when applied to children. They 
have to learn new ways and techniques. And although this 
is not impossible, as numbers of successfully retrained 
personnel show, it is a very inefficient way of building a 
cadre of experts who are capable of climcally managing 
developmentally handicapped such as mentally disturbed 
and delinquent children. Also, because of their specialized 
skills in dealing with particular problems of disturbed 
children, professionals such as ch*ld psychiatrists, special 
education teachers, play therapists, speech therapists, child 
psychologists, et cetera, have too many demands made 
upon their expertise to be able to provide the child with the 
type of continuing integrated attention which is necessary 
to deal with him effectively and successfully. 
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In addition to specificity of training, most of the 
existing pro-ams appear to be university based. The 
disadvantage of this is that traoitionally the academic 
aspects are the primary function of the program; and the 
clinical experience which the trainees receive is a sepaiaie, 
fragmented, and often not necessarily related entity. What 
fs mandatory for the training of competent child care 
personnel as proposed for the present Child Mental Health 
Specialist is a reversal of this customary approach. The 
trainee should receive clinical experience from the very fi*^st 
day that he is enrolled in the program. First, he receives the 
•'gut" learning, and only after the impact of the 
encountered pathologies does the trainee receive a review of 
the academics which are related with these pathological 
behaviors. As a result, there is no division or fragmentation 
of academic and field approach, and the trainee is inti* 
mately Me to understand and interpret the symbolic 
meaning of the child's behavior. 

The training of the new professional, the Child 
Mental Health Specialist, must also involve learning ways 
and means of dealing with normal children* Trained 
personnel must know and have experience with the normal 
development of children. It is vitally important that 
emotionally disturbed children, retarded children, deaf and 
blind children, do not get a label attached to them such as 
psychotic, delinquent, retarded. A handicapped child 
should not be viewed as the appendage to his handicap or to 
his illness as it is so often done in institutional settings. In 
the treatment of any handicapped child-mentally disor- 
dered, or retarded, or blind- the normal behavior needs to 
be emphasized and the psychotic, the abnormal and 
pathological behavior needs to be de-ernphasized. It has 
been our experience that the child responds maximally only 
to a capable, motivated and sensitive person when he is 
perceived, treated and interacted with basically as another 
normal person who needs help. 

The new professional is being specifically trained to 
take total integrated care of the handicapped child on a 
twenty*four hour basis, if need be. He is being trained by 
members of an interdisciplintary team in order to give him 
a broad, general training in a variety of field's. The scope of 
^he program which we have established for Child Mental 
Health Specialists is broadly based in that it proposes to 
train people capable of work and assuming leadership in a 
great variety of areas and not necessarily only in special 
specific areAS as working in day caro centers or teaching 
disturbed preschool children. In addition, it provides the 
Child Mental Health Specialist with a number of different 
options for additional personal and educational develop- 
ment. Our training philosophy has envisioned rapid changes 
in our social structure, in our value system, and in our 
treatment philosophy. In developing our training program, 
it has become, therefore, necessary to train contemporary 
personnel in such a fashion that their skills are sufficiently 
versatile and flexible so that they do not become obsolete 
in ten or twenty years. Care should be taken that 
contemporary trainees are able to meet changing needs. 
Parochial training should be avoided because this may lead 
to obsolescence. For instance, psychiatric technicians who 
were traditionally trained in custodial care of patients have 
not been adequately trained for the changing focus of 
treatment to community outpatient centers. They function 



primarily in a hospital ty^h. setlitig. As a result, the change 
in treatment focus has jeopardised their contit.uing employ- 
metU. Contemporary training of child care personnel, 
therefore, should insure that such people are able to adopt 
a variety of roles in a variety of employment situations. 
They should be able to apply their talents wherever they 
are needed in whatever mental health situation, whether it 
is a hospital, a community mental health center, a day care 
center, a special eckjcation class in a school situation, a 
foster home, or other situations. A "general ist" type of 
training will give the added advantac^ of making it possible 
to provide a fully integrated treatment and prevention 
service rather than the customary fragmented and often 
disiointed approach. 

Thus, when the critical work requirements of dealing 
effectively and successfully with emotionally disturt)ed and 
otherwise developmentally handicapped children are analy- 
zed, we find that a Child Mental Health Specialist should be 
able to deal with the total child and his many-faceted 
needs. He should be able to respond, interact, and relate to 
the child with the empathy and sensitivity of an ideal 
parent, some of the inforn^ation and knowledge of a special 
teacher, and with the t>asic toots and skills of a child 
therapist He must understand the symbolic meaning of the 
children's behavior as expressed in their daily interaction 
with grown-ups and respond to these symbolic communica- 
tions in a manner which will lead to a successful restruc- 
turing of the child's emotional life. In addition, it is 
essential thf^t the Child Mental Health Specialist acquire 
the abiiiiv Co deal with the tremendous frustrations which 
result from spending many hours daily with mentally ill, 
deaf -blind, or other handicapped children in intimate 
conditions. 

The Child Mental Health Specialist, therefore* should 
be capable of providing the children with a personal 
genuineness, an ability for intellectual and affective sym- 
pathy, a warm unconditional positive regard even while 
restructuring certain of the child's behaviors, an ability to 
communicate, to discriminate, to handle crises, and an 
ability to gain from learning experiences. The prospective 
Child Mertal Health Specialist must be trained to be a 
warm, se'isitive and positive msponder and interactor, not 
only because he will handle daily behavioral crises, but also 
t)ecause he should be prepared to handle special educational 
needs of the child, the supervision of paraprofessionals, the 
prevention of emotional disorganization of families of 
mentally ill children in the community, as well as b'.' able to 
provide leadership in the general prevention of emotional 
disturbinca and delinquency in children in the community. 
The Child Mental Health Specialist must be a person 
capable of working in the area of prevention in addition to 
working with children with minimal pathology or with very 
severely disturbed children. 

The breadth and depth of training, therefore, pre- 
pares a Child Mental Health Specialist to manage children 
from birth through adolescence and to deal sensitively and 
with empathy with the total child and his many different 
needs. 

The Emotional Support System 

When a seriously disturbed child is sent to a state mental 
hospital, he is sent there not only to receive treatment. 



More often than not. he is sent there to be away ffom his 
own home or his foster home. The strain and stress of 
caring for a psychotic child in one's own home is more than 
the average family can cope with. Very often such a child 
could be kept in his own home if the necessary support 
system were available to the family, such as a day treatment 
center where the youngster could get treatment or special 
education, and where he could learn how to socialize with 
other children, or where he will have an opportunity to 
tiecome involved in other ego-building activities. A dts* 
turbed child could often be kept home if a trained person 
could be available to the family, particularly to the mother, 
to assist her in the management of the child during certain 
hours of a day, and/or to advise and guide the parents in 
management of the youngster. In the absence of such 
support, the child is sent to a state hospital or to another 
institution for his emotional survival as well as for the 
emotional survival of the family. 

The state hospital or othei institution where a child is 
sent is expected to provide a support system to the child in 
the form of a therapeutic milieu. By therapeutic milieu we 
mean the use of the total environment for the treatment of 
the child. The most important part of such a milieu is the 
human environment which can provide a structure within 
which the disturbed child can learn to cope both with the 
reality of his external environment and with his inner 
turmoil. Personnel who are assigned to work with these 
children, day in and day out, and who have to deal with the 
many frustrations resulting from their management, need a 
support system of their own for their emotional survival. 
Such support can be provided by consultants, by con- 
tinuous training, by providing them with opportunities 
towards their self-development and self awareoess. Lnd by 
helping them develop the myriad of coping mechanisms 
which becomes available to them by nK>bilizing their own 
inner resources. 

Emotional support of those who work with disturbed 
children is as important for the professional growth of 
individual staff members as it is for the child's growth and 
development throu^ treatment. Psychotic children, 
through their behavior, provoke in all of us feelings and 
reactions which may run the entire gamut of helplessness, 
fear, anger, disgust, which the individual staff member has 
to learn to integrate without leading to acting-out behavior 
towards the child and towards other staff members. He or 
she has to learn how to cope with frustrating foeMngs which 
are inevitable without reacting by withdrawing ^ron the 
child or indulging in other pathological defenses Indivi- 
dual staff members need, at all times, access to readily 
available consultation services to become aware of their 
deeply felt, aroused feelings. They need emotional support 
in helping them to integrate these feelings leading to 
personal and professional growth. Unfortunately, such 
consultation services are difficult to provide in large 
institutional settings; and the needed support is difficult to 
obtain. The result is subtle accing-out behavior towards the 
child and towards other staff members. Instead of having a 
therapeutic milieu, we oftr;n have a milieu full of tension, 
full of resentment on different levels of line and supervisory 
personnel To establish a.i ef Ceclive therapeutic milieu on a 
ward with forty or even twenty children and a correspond 
dingly adequate staff would require heroic efforts and 
would be staggerin^\ expensive. The importance of pro- 



viding emotional support to i^eople who work with psy* 
chotic children as a sine qua non was driven horne in a 
dramatic fashion when we opened our first and subsequfint 
Satellite Homes for the treatment of such children in the 
community. None of the couples who staffed the four 
Satellite Homes over the past four years would have 
survived as parenting figures the first few weeks without the 
emotional support and the consultation services whi h were 
available to all of them regularly, and particularly during 
crises periods and in emergency situations. We not only 
becarm aware of the strains and stresses which parenting 
figures have to endure in caring for four psychotic children 
twenty-four hours a day» seven days a week, but we also 
found out that the parenting figures have learned to cope 
with the many daily frustrations when they had ready 
access to such emotional support and consultation. Over a 
period of time we could observe not only how the children 
change in their behavior^ how they developed and matured, 
but we could also observe the personal and professional 
growth of their parenting figures. 

Prpvi^iitHiii 

Prevention in the mental health field is a much more 
complex task and more difficult to accomplish than it is in 
medicine. When we talk about prevention, we usually refer 
to primary prevention, i.e.. to prevent the spreading of an 
illness at the source by taking public health measures 
concerning food, water, sewage, to prevent the spread of 
typhoid fever, or by vaccination against ^tialipox or 
diphtheria to prevent their occurrence in entire popula- 
tions. An example of primary prevention of deafness and 
blindness in newborn children resulting from rubella would 
be the vaccination against rubella of future mothers. 
Similarly, we can prevent certain known hereditary mental 
illness or mental retardation by genetic counseling either 
before marriage or before conception. 

In talking about prevention in mental illness, and 
particularly in children, we often refer to secondary and 
tertiary prevention as well By that, we mean to limit an 
existing handicap to a circumscribed area of the personali- 
ty functioning and to prevent the handicap from affecting 
other aspects of the personality development. In the 
context of our discussion of prevention dealing with 
newborn deaf and blind children, we refer to secondary 
prevention. Thus, at any stage of a handicapped child's 
development, may practice prevention by trying to helf) 
the child develop towards becoming a well-integrate:! 
person in all area^ which are free from the handicap. Also, 
by developing compensatory mechanisms and skills, we try 
to help the child to learn to live with his handicap. 
Particularly in newborn and very young children, we are 
trying to provide the child with an understanding and 
affectionate environment to help him experience and 
master al! stages of development leading to attachment to 
his parents and siblings, and to provide him with an 
environment in which he will learn how to cope with the 
daily vicissitudes of growing up as a normal child will learn 
in the process of growing up. 1he earlier prevention is 
practiced, the more effective and more enduring and less 
costly it will be to the family and to society. Infancy and 
early childhood is a time when most can be accomplished 
with the least time, effort and cost. This applies to all 



preventive measures, but it would particularly apply to deaf 
and blind children. 

Present-day research and knowledge In child develop* 
ment does not provide us with knowledge about analogous 
pathways in the child's developmental stages to overcome 
specific handicaps such as in organically dama^d children, 
autisti:: children, and deaf and blind children. We krH>w 
from clinical observation and experience that any con* 
genital handicap would limit the child's developmental 
capacity because it will adversely affect the feedback of the 
people in his environment. It is this feedback from the 
environment which may cripple the diild's personality and 
future functioning as an adu:^. Fralberg (1) has demonstra- 
ted that blind babies may e$cap& the arrest of the growth 
pattern, the passivity, the lack of motoric development and 
limited relatedness to people which she found in many 
blind infants. In a detailed study of eight chidren who were 
born blind, whom she and her staff had an opport jnity to 
observe from tin>e of birth, or shortly thereafter, for a 
period of several years, she reported that much Cd-^ ^e done 
during this crucial period of infancy to prevent p.*5on« lity 
distortions. She stated that not blindness alone, but Mctile 
and auditory insufficiency in the early nfK)nths will ' ^^vent 
the baby from making the vital attachment to his ni -ther 
and to the human world. She reported that each it the 
blind children in a longitudinal study has '*si^ .wn a 
phase- by-phase human attachment during the first year 
paralleling in significant ways that of sighted babies." She 
reported that the blind babies followed in all essential 
respects that of the development of the sighted child Sev* 
en out of eight children followed language norms for 
sifted children. These favorable results in the blind babies 
were obtained because the mothers of these bab'ef could, 
under guidance and with emotional support, create favor- 
able conditions for the development of these babies 
through physical closeness, by holding, through propar 
stimulation, through play, and by placing the baby in the 
i^nter of family activity during waking hours. She con- 
cludes her stUi'y by noting: 

TTte acfaptive problems appeared in each of 
the children studied in a range of human 
environment that permitted some as^ssment of 
qualitative factors in ntotherinq. It is not 
btindrms atone that imperils a dtild's dbvelop- 
ment, but the absence of vision as an organiier 
of expirien^, the absence of vision ar a 
facilitator of gross motor achievement and 
prehension, the absence of vision in construct- 
ing a stable mental representation, and the 
obstacle to finding motor pathway for aggres- 
sion that can lead to defense and neutraliiation 
of aggression in the service of the ego. 

Because the blind child is far more vulnerable than 
the normal child, his needs for qualitatively better emo- 
tional and sensory motor stimuli are greater than those of 
the average normal child during the first two or three years 
of life. It is during this period when an adequate emotional 
support system for the child and family can have a decisive 
influence on the child's future development. The Child 
Mental Health Specialist with some training in the manage** 
rmnt of the deaf^blind child could become a very effective 
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component of the emotionai support system by beir.g 
available several hours daily to the young infant and by 
providing emotional support and guidance to the child's 
patents and family during *he first years following the birth 
of the child This could prevent personality constriction 



1. Fratberg, Selma. Parallel and Divergent Patterns m Blind and 
Sighted Infants. The Psychoana h .x St udy ot the Child . Vol. 
XXIII, 264.300. 1968. 



and costly treatment in the future. Providing the deaf-blind 
infant with a better than average expectable environment 
with the most fdvoreble conditions for personality develop* 
ment would be far less costly than lifelong institutionaliza* 
tion* 
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